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ABSTRACT 

This examination of the use of aversive techniques as 
a form of "therapy" for people with mental handicaps includes 12 
articles by specialists who argue that the use of aversive procedures 
is socially, ethically, legally, and scientifically untenable as well 
as 3 ancedotal case studies by a patient advocate and 2 personal 
accounts by persons who have suffered from aversive therapies, one of 
iiiem a patient and the other a parent. The 12 articles have the 
following titles and authors: "Aversive Conditioning: Necessity or 
Failure?" (Tim Stainton) ; "The Use of Aversives: One Psychologist's 
Viewpoint" (Carole Sinclair); "Redefining the Problem: An Alternative 
View of Difficult Behavior" (Douglas Logan); "My Sister Kelly" (Mary 
Collins); "The Efficacy of Behaviour Mvodif ication Techniques for 
Persons Labelled Mentally HanCinappea" (Bill Downer) ; "Aversive 
Therapy" (Dot Ewen) ; "This May Hurt Bit" (Orville Endicott); "'The 
Therapy of Despair*: A Family Medicine Perspective" (Yves Talbot); 
"Legal Advocacy and the Use of Aversives" (Brian Weagant and Dorothy 
Griffiths); "Aversives: Differential 'Treatment* for People with a 
Mental Handicap" (S. Dulcie McCallum) ; "Equality Rights and Aversive 
Therapy" (Catherine Frazee); "A Self-Advocate's Perspective" (Pat 
Worth). The personal accounts are: "Something I Would Like To 
Forget," by Peter Park, and "Speaking as a Parent," by Margaret 
Price. The three case studies, by Jill Leach, each concern an 
individual in successful transition from a punitive institutional 
environment to "living in the community." (DB) 



* Reproductions supplied by EDRS are the best that can be made * 

* from the original document. * 



BEST COPY AVAILABU 



U.S. DEPARTMENT OF EDUCATION 

OHic» ol t(lural:Onal Rftwafch and Improvemonl 

EDUJSiATlONAL Fll SOURCES INFOHMATION 
^ Ct:NTFfl(EHlC) 



Ahis documprt has t>«en leproduced as 
receivert from Ihi; person organization 
originating >t 
t1 Minor changes have twen rn.ide to improve 
reproduction cuantv 

# Points ot view or {)pint()ni slated m thiS docu 
rnent do no! necessarily ropresenl oMicial 
Offfll position or pohry 



"PERMISSION TO REPRODUCE THIS 
MATERIAL IN MICROFICHE ONLY 
HAS B^^N GRANTED BY 



TO THE EDUCATIONAL RESOURCES 
INFORMATION CENTER (ERIC)." 



The Language of Pain: 

Perspectives on Behaviour Management 



The Language of Pain: 

Perspectives on Behaviour Management 



The G. Allan Uoeher Institute 



ERIC 



4 



Copyright © 1988, The G. Allan Roeher Institute 



All rights reserved. The use of any part of this publication repro- 
duced, transmitted in any form or by any means, electronic, me- 
chanical, photocopying, recording or otherwise, or stored in a re- 
trieval system, without the prior consent of the publisher is an 
infringement of the copyright law, 

Canadian Cataloguing in Publication Data 

Rioux, Marcia H. 

The language of pain 

Issued also in French under title: Un discours douloureux. 
ISBN 0-920121-36-5 

1. Behaviour therapy. 2, Self-destructive behaviour. 
3. Mentally handicapped, 

I. Yarmol-Franko, Karen. 

II. The G. Allan Roeher Institute. 

III. Title. 



RC569.5.S45R5 1988 616.85'8206'0880826 

C88-095197-4 



The G. Allan Roeher Institute 

York University, Kinsmen Building, 4700 Keele Street 
Downsview, Ontario, M3J 1P3 



Institute Director: 
Publications Editors: 

Desktop Publishing: 



Marcia H. Rioux 
Wanda Taylor 
Karen Yarniol-Franko 
Marion Bmwn 



ERLC 



5 



Canada's National Institute for the Study of Public 
Policy Affecting Persons with an Intellectual 
Impairment 

The G. Allan Roeher Institute has two goals: 

• to identify and anticipate f uture trends that will support the pres- 
ence, participation, self-determination and contribution of per- 
sons with an intellectual impairment in their communities; 

•to foster the exchange of ideas leading to new ways of thinking 
about persons with an intellectual impairment. 

Conducting and sponsoring research, The Institute publishes 
material in a wide range of areas, with a major focus on public policy 
and funding, on studies of innovative social programs and on the de- 
velopment of policy alternatives. The Institute offers training 
programs and workshops on topics such as integrated education, 
supported work, and alternatives to intrusives. Through its Na- 
tional Information ana Resource Services (NIRS), which includes a 
library, a book and film distribution service, and a computer acces- 
sible information system, The Ir.stitute provides up-to-date infor- 
mation to the public, professionals and community groups. The 
Institute also publishes the quarterly magazine entourage. 

The G. Allan Roeher Institute is sponsored by the Canadian Asso- 
ciation for Community Living, a voluntary organization bringing 
together over 400 local and twelve provincial and territorial associa- 
tions working on behalf of persons with an intellectual iippairment. 

For more information about The G. Allan Roeher Institute, please; 
contact us at: 

4700 Keelo Street, Kinsmen Building, York University, 
Downsview, ON M3J 1P3 (416) 661-9611 
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Introduction 



Marcia H. Rioux 

What is the language of pain? It is a metaphor for the frequent forms 
of interaction between people who communicate in a way that our 
society does not understand and others who care and dedde for 
these people. For some, it is a language that expresses desperation, 
for others, it is the expression of control and force. Above all, it is a 
language that expresses pain. 

This collection of articles looks at how aversive techniques are 
used as a form of "therapy" for people with mental handicaps who 
present what are known as"challengingbelmviuurs."Theuseofthis 
kind of therapy to control and modify people's behaviours is not new, 
However, many people have become increasingly aware that such 
approaches to behaviour modification may at best be inefFective and 
at worst destructive. Many argue that aversive techniques can and 
do have an important impact on the emotional, physical and 
intellectual well-being of those .subjected to them. 

The continued usu of aversives has finally drawn out profes- 
sional groups, advocates for people with a mental handicap, self- 
advocates and the public at large to think carefully about the con- 
sequences of such treatment. Various advocacy groups have spon- 
sored symposia on the issue. The press and other media have 
devoted space and air time to it. Government and voluntary-sector 
task forces have been established to study it and make recomnien- 
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dations about it. Scholarly works decrying the use of aversives and 
presenting alternatives are beginninjj to find their way onto the 
market as an alternative to the flood of literature that already 
saturates the field in defense of punitive approaches to behaviour 
modification. 

Lately, attention has been particularly fixed on contingent 
shock treatment, .ilthough this is only one strategy in a range of 
"therapies" now being us'jd on people who have a hand^/^ap and who 
are considered to have severe problem behaviours, . xenerally ra- 
tionalized as a "last resort," contingent shock is said to te reserved 
for individuals whose behaviour is so **sovere," self-injurious or ag- 
grejssivo thot no other technique for controlling those behaviours 
will work. 

Unfortunately, there is littUj concrete evidence that tells us 
one way or another how widely aversives are currently being used 
on Canadian citizens who have a mental handicap. But tVeve is a 
climate of acquiescence that leads us to suspect tliat these tech- 
niques are being u'^:ed more widely than what the limited evidence 
would indicate. For instance, several literature searches have 
shown that the overwhelming bulk of research into how to control 
challenging behaviours has been devoted to punitive control proce- 
dures. Governments, private foundatiors and other funding bodies 
have in turn been slow to support research into the alternatives to 
punishment. Because front line support staff look to this unevenly 
weighted body of research for their cues ori how to manage challeng- 
ing behaviours, it is a reasonable as^.umption that aversive tech- 
niques are being quite widely used. 

Accordingly, the use of aversives is forcing many to look more 
critically at what society means bv and condones as "success," Is it 
simply the accomplishment of a task that one has set out to do, 
regardless of the nature of the task; or is it to be defined in terms of 
the quality of life and well-being of the people whose bodies and 
psyches are at stake? If wo go along with the first definition, any 
means can be justified lo accomplish a desired outcome. The use of 
aversives on people with undesirable behav ours, in this definition, 
is as justifiable as the political intimidation of the urban poor in a 
developing country or the internment of racial minorities. These ar^^ 
all, according to a certain kind of thinking, apparently "successful" 
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ways of reducing an unwanted sot of socially problematic behav- 
iours If, however, we opt for the second definition of success, we are 
brou^jht face to face with some limitations that must regulate our 
actions. In this instance, succesj: implies an outcome and ways of 
achieving it that are in keeping with the human dignity aiid well- 
being not only of each individual, bp', necessarily of society as a 
whole. 

The use of aversive& also raises questions about the place of 
knowledge in our society, and about which kinds of knowledge 
deserve to be most highly valued. Increasingly, "real knowledge" is 
coming to be associated with that kind of scientific know-how that 
enables society to manipulate nature, to control the consumer and 
to organize productive processes. To win credibility, teams of 
experts will use scientific charts, graphs, tabl^^s, profit and loss 
projections and impressive terminologies to prove a point. That 
whole areas of life, such as sel. esteem, human relationships, self 
acceptance, neighbourhood and the sense of \nv-' well-being, 
cannot be reduced to scientific quantification and measurement 
means that some topics are not taken as seriously as others, Th^^j 
are increasingly left out of public discussion. As a result, it has 
become perilously easy for society to believe that all that really 
needs to be known about those who present challenging behaviours 
is how many times an undesivible behaviour occurs, given that 
certain stimuli are introduced or removed, and how much it costs to 
maintain control. 

The use of aversives also leads many to question the degree to 
which social services are drifting away from values such as simple 
respect for individuals and their birthrightto liberty, humane treat- 
ment and reasonable support. Increasingly, people are beginning tc 
wonder what happei»s over time to the values, sensitivities and 
judgement of those who exercise this naked force in our social 
service system. More are beginning to focus on hov. people are being 
victimized and on what might be happening to the professionr/i 
"climate of opinion'' that allows victimization to ^lappen. 

The social implications of using avrrsives raise many ethical 
problems as well. At a very general level, there is a need to clarify 
and to impress upon policy makers the point at which an action 
ceases to be an ethical good, regardless of its efficacy. We must 
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decide whether actions that are ethically unacceptable are ever 
permissible^ and if so, under what circumstances. In other words, 
where should society d^aw the line between what it knows is 
expedient, on the one hand, and what it believes isjust, on the other? 

On a more specific level, the use of aversives raises disturbing 
ethical questions about the nature of treatment It seems to be ex- 
tremely unclear at whot point therapy and cruel and unusual 
treatment part company, Aversive therapy is arguably in a class of 
its own. It aims directly to produce pain ii an individual, and from 
the individual's experience of acu. e pain flow all of the treatment*s 
supposed "therapeutic" merits, na.-nely, the cessation of an un- 
v anted behaviour. This is quite different from other types of 
therapy. While "legitimate" therapies and procedures (e,g,, surgery 
or physical ^rehabilitation) may be painful, the therapist does not set 
out deliberately to inflict pain during treatment. In fact, therapists 
are under a considerable ethical obligation to keep the individual's 
discomfort to a minimum, especially during extreme therapeutic 
procedures. If this humane standard of minimizing discomfort were 
to be applied to aversive treatment, all the supposed value of the 
treatment would be cancelled out Can it justly be ranktd, therefore, 
among the legitimate therapies? 

Also ethically suspect is the notion that it is permissible to 
attempt to control someone's challenging behaviours through aver- 
sives when serious attempts are not being made to understand and 
address the causes that may be givingrise to those behaviours in the 
first place. For instance, people whc e? hibit challenging behaviours 
typically do so in environments where they are subject to continuous 
management and control, where they are deprived of ordinary 
human interactions and where they have few opportunities to 
experience life in the community in ways that others do. It is 
scientifically imprudent and against common sense to assume that 
the individual's challenging hehaviour^s havo no relation to this 
controlling environment^ to the techniques of control or to the people 
who are using those techniques. An analogy would have us trying 
to understand the sometimes disturbing actions of blacks in South 
Africa outside of the socio-political context in which they occur 
Considerntion of environmental fiictors, such as the usage of control 
and power, is frequently left out of the analysis of the behaviour of 
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the person 'vho has a mental handicap In the absence of knowledge 
about where the real problem lies, it is ethically questio able to 
proceed with treatment that is predicated on thu individual being 
the principal source of the problem. 

Likewise, it is not uncommon to hear stones about ho'v, after 
a period of punitive behaviour management, the discovery was 
made that a simple physical disturbance like an ulcer or a sinus 
problem was at the root of tne individual's challerp^ng behaviour 
Such discoveries after the fact will sometime,^ in«:lude a belated 
recognition that the only expressive language thrrugh which the 
individual knew how to communicate the discomfo; t was vehement 
gesturing and loud vocalization. In other words, the challenging 
behaviour was not so challenging after all A superficial approach to 
the behaviour will not take these sorts of causes into account. All too 
quickly the outbursts are seen as aggressive, self-destructive and 
undesirable, behaviours fit to be terminated by behavioural technol- 
ogy. Needless to say, the application of aversive procedures is 
ethically indefensible in situations like this. They are clearly inap- 
propriate means for obtaining the desired end, and skilled medical 
treatment would make much more sense, both ethically and clini- 
cally. 

Aversives also raise more general questions about society's 
ethical obligations to the individual citizen. Wh at, for example, are 
society's obligations to ensure that forms cf "care" other than 
behaviour management and punishment are made available in 
meaningful ways to individuals who have a handicap and who need 
service or support? Too often, society^s response is to point the 
individual in the direction of services that may be humane but that 
are underfunded and overutilized. Then again, the individual may 
be referred to a service that is simply inaccessible because of lo'?ation 
or restrictive eligibility criteria that rule the individual out from 
rcceivingit. After all these "alternatives** are tried, the individual is 
introduced to the world of punishment. In these situations, society 
stands on a very weak ethical footing when it calls aversive treat- 
ments the "last resort." 

Naturally, social and ethical questions concerning the nature 
of treatment have parallels in the legal sphere. Are aversive treat- 
ments real treatments (i.e., therapies) in the legal sense, or are they 
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cruel and unusual treatments that can be equated to cruel and 
unusual punishment? If they are not legitimate treatments in the 
legal sense of therapy, then they ought not be used. If they are cruel, 
the individual has a constitutional right not Lu be subjected to them. 
Furthermore, if they are to be considered mere punishment (i.e., 
neither cruel nor unusual), why are they not more widely practised 
on people who do not have mental handicaps, and where is the 
criminal activity and due process of law that justifies their use on 
those who do have mental handicaps? 

This, of course, raises the question of consent. Those to whom 
aversive treatments are applied are generally considered legally in- 
capable of consenting to the treatment. Consent is given by proxy in 
such cases. But as the case of Eve made clear, proxy consent to 
intrusive procedures like sterilization cannot be acted on under 
Canadian law. Accordingly, proxy consent to intrusive procedures 
like aversive treatments may not be legally justifiable. 

From another angle, the state punishes a lawbreaker to make 
him or her comply with the legal norms of society. The more clearly 
it can be shown that the law breaker intended to violate the law and 
the more serious the crime committed, the more liarsh will be the 
punishment meted out. The less clearly it can be shown that ih^ law 
breaker meant to deviate from the law and the less serious the 
offense, the more lenient the punishment. However, in the case of 
a person with a mental handicap, it is often argued to be impossible 
to elicit from the individual a legally meaningful sign of his or her 
K^onsent to aversive treatment for challenging behaviours. How 
possible is it, ther^ifore, to determine with any legal clarity what his 
or her intent might be in presenting a particular set of challenging 
behaviours? Are we entitled to act as we would if we presumed the 
individual's criminal guilt. Given that punitive forms of behaviour 
control are usually invoked where criminal activity is not at issue in 
the first place, their legal legitimacy as punishment for the purpose 
of eliciting compliance is all the more seriously in question. 

Let us suppose for a moment that the consent to these forms 
of treatment can be elicited from the individual or that thn proxy s 
consent is to be considered valid. There is still the requirement that 
the consent be informed. If, however, you are not told that there are 
effective therapies other than aversives or if you are led to beli(?ve 
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that your only real choice is between no support, on the one hand, 
and aversives, on the other, can it really be said that your consent 
to aversives is informed? Just how informed the consent can be is 
also at issue when those who inform others about the procedures are 
those who have a vested interest in using and promoting them. 

It also needs to be made clear what constitutes self-injurious 
or aggressive behaviour that is sufficiently '"severe" to warrant the 
legal application of avcrsive procedures. There are at present no 
clear legal criteria that can help us in this area. In the absence of 
such criteria, there is a serious temptation for caregivers and others 
to regard behaviours that could simply be seen as unruly, non- 
compliant, maladaptive or undesirable as "severe enough." Too 
often, it is murky guess work like this that determines when it is 
appropriate to use aversives. 

If, on the other hand, more stringent legal criteria were devel- 
oped to help identify the conditions under which aversives become 
legally acceptable, it would follow that aversives could be legally 
used on people who do not have mental handicaps but who satisfy 
those conditions. This, however, is an outcome that few jurists 
would likely accept. 

Aversives have also helped to make more apparent the legal 
confusion that surrounds the custodial care of Canadians who have 
mental handicaps. It is not at all clear and is becomi ng less so all the 
time to what extent, and in what ways, service providers in the 
community are legally entitled to exercise a custodial and restric- 
tive role concerning citizens who have mental handicaps. If service 
providers are not exercisi ng formally granted custodial and restric- 
tive functions under the Criminal Code or under the various mental 
incomp(»tency, mental health and community care acts, in what 
legal framework is the use of restraints and other punitive treat- 
ments justified? 

The need to control the administration of aversive therapy is 
increasingly accepted to be a leg?\i issue. The basic line of argument 
in favour of control maintains that if you carefully outline the 
conditions under which and the manner in which aversives can ho 
used, you reduce the probability of abuse. However, if a more 
ap^^ropriate premise is that aversives are not legitimate on ethical 
and legal grounds, then it follows that restricting their use through 
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controls merely lends them a legitimacy they do not merit. 

The social, ethical and legal implications of aversivo proce- 
dures become all the more glaring in light of the purely scientific 
problems that attend these procedures. It is important to stress, 
however, that even if the scientific issues were to be resolved, the 
procpHurpR wnnlH hp unacceptable on other grounds. 

As it turns out, however, even the scientific underpinnings of 
aversives are shaky. Very little research has been done, for in- 
stance, into the long-term side effects (psychological and physical) 
of the treatment, so it is impossible at this time to substantiate any 
claims in favour of its long-term therapeutic benefits. Common 
sense, however, suggests that there may very well be unfavourable 
long-term effects. At the same time, the ethical and legal issues 
attending research into this issue are so serious that the concrete 
application and research of aversive procedures to prove or disprove 
their efficacy should be suspended altogether. 

Another scientific problem is that those who have conducted 
research in support of aversives have typically not investigated the 
causes of the challenging behaviours that the treatment aims to 
remedy. Again, conclusions about the therapeutic merits of the pro- 
cedures are at the very best as limited as are conclusions about the 
use of psycho-active drugs. These drugs do, in some circumstances, 
seem to alter moods and to help modify b jhaviours. But their long- 
term effects can be extremely troubling, as can their interplay with 
other synthetic substances, diet and environmental factors. More to 
the point, whether they have any meaningful relation at all to non- 
biological factors that evoke the undesirable moods and behaviours 
is seriously in doubt. 

The bias of research and of the funding of research has also 
played a part in preventing a thorough and systematic investigation 
of non-aversive approaches to addressing challenging behaviours. 
Detailed scientific analyses and comparisons of aversives to non- 
avorsive approaches cannot, therefore, ho made on scientific 
grounds alone. It has consequently not been possible to make 
conclusions within a ri^^Torously scientific framework about the 
supposed merits of aversive procedures in relation to other ap- 
proaches. 

Similarly, very little published material exists about when 
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and under what conditions aversives have not proven efFectivo in 
dealing with challenging behaviours. Consequently, making scien- 
tific generalizations m support of the presur.ied efficacy of these 
procedures is at best hazardous, Again, this information gap seems 
due in part to the biases both of researchers and of the criteria by 
which fiscal allocations are made for research. 

Furthermore, the conditions under which aversives have 
been researched and applied have been highly controlled. This 
makes it very diffic^^lt if not impossible to make generalizations on 
the basis of that research about the long-term effectiveness of 
treatment in relatively non-controlled conditions. 

A parallel problem is that the so-^called efficacy of aversive 
treatments is assessed in environments where the ^'therapists'* are 
readily able to re-apply a range of techrologies and resources that 
have been designed to elicit the individual's compliance. The exist- 
ing research does not look at what part is played by the continual, 
latent threat of punishment inspired by those environments. This 
oversight does much ti> cancel out the merit of any generalizations 
about the efficacy of the treatment. Is compliance within such 
environments the real aim of treatment? Can treatment be classed 
as effective when it elicits comph ^nce in relation to such a punitive 
milieu? 

It is only in such an enclosed world of control, in which the 
language of pain is the language of everyday life, that ".science'' is 
free to busy itself matter-of-fact!y with noting the statistical corre- 
lations between the introduction of aversive stimulants and the 
occurrence of unwanted behaviours. In such a world, science is not 
obliged to look at the terror that the individual feels, nor can it 
measure the degree to which this terror affects his or her behaviour. 
It cannot, therefore, predict with any certainty what the 
individual's behaviours will bo should he or she be fortunate enouf^h 
to experience life again outside of the regime of terror, where the 
language of pain is less frequently used. 

This book is intended to provide Canadians with the opportu- 
nity to speak out on this important issue. The work includes the 
view^ of a number of specialists (doctors, lawyers, psychologists) 
who argue that the use ofaversive procedures to alter human behav- 
iour is not only socially, ethically, legally and scientifically unten^ 
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able; iC is unjust. But the most important contribution to this 
publication is made by those who have known the language of pain. 
This book enables them and their families to describe their experi- 
ences and to voice their thoughts, concerns, fears and hopes. 



The Canadian Association for 
Community Living's Stand 
on the Use of Aversive Techniques 



The Canadian Association for Community Living (CACL) unani- 
mously passed a resolution at its 1987 Annual General Meeting in 
Halifax, Nova Scotia advocating the use of non-intrusive methods in 
interactions with persons with a mental handicap. The resolution 
stated 

That CACL resources and expertise be dedicated to the develop- 
ment, implementation, evaluation, dissemination and advocacy 
of positive non-intrusive supports to persons experiencing se- 
vere behaviour difficulties appropriate for use in integrated en- 
vironments; and 

That aversive conditioning which involves any or all of the 
following characteristics be eliminated: 

i) systematic infliction of physical pain, physical and/or emo- 
tional trauma; 

ii) dehumanixation of the individual; 

iii) techniques inappropriate for the individual's age; 
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iv) treatment which is out of proportion to the target behaviour; 

v) procedures which are normally unacceptable for non-handi- 
capped individuals, and, in particular but not limited to, 
social degradation, social isolation, verbal abuse, electric 
shock, mechanical restraints, water or lemon juice spray and 
noxious stimulation (taste, smell or noise), and 

Further that the Federal Minister of Justice, the College of Phy- 
sicians and Surgeons of Canada and the Canadian Psychological 
Association be informed of CACUs position on this issue. 

The Canadian Association for Community Living is Canada's na- 
tional advocacy association for people with mental handicaps. It has 
been in exi stence since 1958 and represents a vast network of people 
with handicaps, professionals, volunteers and decision makers, all 
of whom believe that all persons with mental handicapshave a right 
to live rich lives as full participating members of their communities. 



Something I Wor'^ ' ike to Forget 



Peter Park 

Okay, some of you will say, 'What does he know about aversivc treat- 
ment?" I am writing this from a different slant. The things that I 
describe here actually happened to me. I have to think back. It is in 
a way something that I would like to forget. 

In 1960,1 entered the institution to have my epileptic seizures 
controlled. After eighteen years, they still hadn't succeeded in con- 
trolling them. "Oh," you say, *Why so long?" Well, I originally went 
into the institution to have my seizures brought under control with 
medication. There were two doctors who admitted me. After three 
days, one doctor died, I said to myself: "Old age, likely," About six 
days later, the second doctor passed on, and I became a name and 
a number on a piece of paper that was conveniently lost for eighteen 
years, I was given Dilantin and phenobarb, plus other drugs. We 
were used as guinea pigs to try out new drugs that aren't normally 
available through the CPA (Can idian Pharmaceutical Association) 
or in Merck manuals. Okay, I said that I was institutionalized for 
eighteen years, I am estimating that I was in a lock>up for nine of 
eighteen years, A lock^ip is a form of aversive therapy. I was held 
by a staff* member while another staff' squirted lemon juice in my 
face. 



1. 

Aversive Conditioning: 
Necessity or Failure? 

Tim Stainton 

Theuse ofaversive conditioningtechniques to modify the behaviour 
of people with a mental handicap is one of the most controversial and 
emotionally charged issues facing professionals, families and indi- 
viduals alike. On the surface, the issue appears to be a clear and 
simple question of what is just and proper treatment As one looks 
deeper into the question, however, the complexities become evident 
and the issue becomes clouded in a plethora of questions. What are 
the alternatives? What powers and privileges do the professionals 
hold? Is there a "right to treatment" and who oversees it? What is 
an aversive? This article will explore some of the reasons, stated and 
unstated, with which we are confronted concerning this issue and 
the alternatives. 

What is Aversive Condi tioninjf? 

The question of what constitutes aversive conditioning is seemingly 
.simple but it lacks any specific and universally accepted definition. 
Definitions range from narrow ones, which refer exclusively to pro- 
cedures involving p vsical punishment, to broadly based defini- 
tions, which include anything the individual may perceive as un- 
pleasant or to which he or she may be averse. The following defini- 
tion does not attempt to be conclusive but provides a working 
definition from which to understand the overall issue: 
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An avtrsive procedure or intervention is any procedure that is 
designed to modify the behaviour of an individual through the in- 
tentional application of a physically or emotionally painful stimu- 
lus. 

It is important to clarify that these are planned interventions 
designed to change a specific behaviour or behaviours or, in rare 
cases, encourage the development of new behaviours. It does not 
include the random ure of punishment such as spanking or sending 
someone to their room , The se may be equally abhorrent but they are 
not aversive conditioning techniques. 

In a comprehensive study on the use of aversive conditioning 
prepared for The Association for Persons with Severe Handicaps 
(TASH), a review of sixty-one journal articles identified the follow- 
ing aversive stimuli commonly employed: 

• electric shock 

• vinegar or lemon juice sprayed in mouth 

• physical restraint 
•mechanical restraint 

• slapping 

• immersion in cold water 

• ammonia capsule under nose 

• shaving cream into mouth 

• white noise at 90 db 

• water sprayed in face 

• pinching 

•teeth/gums brushed with oral antiseptic 

• forced body movements 

• ice on cheeks 

• contingent exercise 
•verbal reprimands^ 

While disturhingin itself, this list raises even more questions 
when compared to a list of common moans of torture identified and 
condemned by Amnesty li'<ernational: 

• electric shock 

• verbal abuse 
•plunged into cold water 
•strenuous physical exercise 

•high pressure water squirted into mouth'^ 
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What is interesting about this similarity is the general reac- 
tion each receives when presented in their separate context. While 
there is general revulsion and widespread outcry at the latter, these 
remarkably similar procedures, when used as "treatment" for 
persons identified as mentally handicapped, are regularly condoned 
and supported by our governments and society in general. It is this 
question of why we react, or do not react to these procedures that 
needs to be explored to fully understand the use, justification and 
pervasiveness of aversive procedures. 

Why, Where and on Whom are Aversive Procedures Used? 

The literature reports the use of aversive procedures for a wide 
variety of behaviours considered to be maladaptive or inappropri- 
ate. The most highly aversive methods are commonly used for the 
"treatment" of severe self-injurious or aggressive behaviour. There 
have been published reports on the use of aversives for such incon- 
sequential behaviours as grabbing tokens, getting out of a seat at 
inappropriate times and whining. The focus here is on the use of 
aversives for the first two categories of behaviour: self-injury and 
aggression. 

The behaviours can be severe and, in some cases, life-threat- 
ening to the individuals. People labelled severely or profoundly 
mentally handicapped constitute the majority of those subjected to 
aversive conditioning,'^ In addition, there is a high incidence of 
persons with allied sensory or communication impairments (i.e., 
blindness, deafness, autism) who are subjected to these "treat- 
ments."^ While they have been used on people of all ages, the most 
prevalent use seems to be with children and young adults between 
the ages of seven and twenty-one yeais of age.'' 

The use of highly aversive procedures recurs primarily in in- 
stitutional settings. There is, however, widespread use in educa- 
tional and community settings.^ 

The use of ave. sive measures on people living in institutional 
settings raises a disturbing scenario aptly articulated in the follow- 
ing citation from Guess and Turnbull: 

It is a horrible paradox that persons with the most disabling 
conditions regularly have been placed in environments that 
are the most likely to produce or enhance the types of 
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do^iant behaviours that subsequently activate thn behav- 
ioural technology and research designed to reduce or eHmi- 
nate those same behaviours, 
Wliile the horrors of certain institutional environments are 
well documented, and it i^ true that the majority of highly aversive 
procedures are employed in institutional settings, this does nol 
imply that the community is without fault or responsibility. The 
first and most obvious criticism is the fact that all people in institu- 
tional settings came from the community at one time. Wliile there 
is ample information on why and how this has occurred, the simple 
fact remains that the communities allow their members to be 
segregated from them, either for long periods, or intermittently for 
"treatment." 

The director of an institutional program using aversives 
pointed out that many of his ''clients" come to him at the request of 
community agencies. Those same agencies often refuse to accept the 
individuals back when "treatment" is complete, 

vVhat is more distressing is the increasing use of aversives in 
community settings.While time-out rooms have hng been used in 
many community residential and educational programs, there is nn 
increased use of mechanical restraint prog-ams and other more 
aversive techniques. 

There are several reasons for this. Most obviously the deinsti- 
tutionalization thrust has meant that communities are less and less 
able to remove those people perceived to be **more difficult" to 
segregatf j institutional settings. When faced with a new type of 
behaviour, there is a tendency to turn to the institutional settings 
for help since they are the ones who are perceived to have the 
expertise in dealing with the behaviours. In effect, this process 
transfers the institutional norms to the community, defeating mucli 
of the potential benefit of community living. 

Community services also have a long tradition of segregating' 
by perceived problem in much the same manner as the institutions 
have historically done. This results in large group homes for people 
with challenging behaviours that gerr.ate the snme problems 
described in the previous cita;\)r. from Guess and Turiibull, and 
increasingly the same solutions. 
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Does Aversivc Conditioning Work? 

The question of whether aversive conditioning procedures actually 
work may seem irrelevant to some who feel their use is unacceptable 
under any circumstance. But it is an important question helping to 
understand why aversive procedures continue to be used despite the 
legal and ethical issues raised by their use/ 

In the TASH review mentioned above, the following conclu- 
sions WRre reached: 

1, Aversive measures can reduce a wide range of behaviour prob- 
lems. The authors qualify this by noting that research that shows 
weak or negative results is seldom published, 

2, Effects appear to be durable for short periods. However, most of 
the literature fails to provide follow-up data. When it does, it is 
usually for periods of twelve months or less and follow-up condi- 
tions are poorly described, 

3, The majority of the studies fail as well to provide data on the 
generalization of effects. Of those that did report, over half 
reported some generalization, but usually measured in a limited 
number of settings, 

4, Adequate experimental designs were present in only a small 
number of studies,*' 

Another study with a mandate to review the literature on 
state-of-the-art re,scarch in both behavioural and non-behavioural 
approaches to the treatment of self-injury and aggression among 
people with developmental disabilities made similar findings. This 
review of over 250 articles reached some interesting conclusions on 
the prevalence of punishment techniques and the lack of investiga- 
tion into non-aversive approaches: 

1, Behavioural treatments have frequently been successful in 
dealing with self-injurious and aggressive behaviour in persons 
with a mental handicap, 

2, The behavioural treatments used tend to involve punishment 
techniques, 

3, There is no conclusive evidence in the literature supporting the 
general superiority of any one technique, aversive or non- 
aversive. 

4, There is no conclusive evidence supporting the superiority of 
shock over any other treatment. 
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5. The small body of literaturo on exclusively non-aversive ap- 
proaches would seem to indicate an apparent preference for 
aversive techniques over non-aversive approaches, 

6. There is ample evidence that there is a fairly large body of litera- 
ture on non-aversive approaches that might be effective but as 
yet have not been given sufficient exploration, 

7. What evidence does exist would seem to indicate that extra effort 
should be made to give these non-aversive approaches mon^ thor- 
ough consideration when treating difficult behaviours.^^ 

From both these reviews it is clear that there is no definitive 
evidence indicating that aversive methods are consistently success- 
ful, that they have sustained effects, or that they are genoralizable 
to other settings. Furthermore, the second review indicates an 
apparent preference for the i^se of aversives over non-aversive 
techniques. This raises the c.uestion: why are these n^^thods so 
readily applied when their effectiveness is far from assured? 

Why Aversive Methods Have Keen and Continue To Be Used 

There is no singular or simple reason why, in the face of question- 
able scientific support and serious moral, legal and ethical concerns, 
aversive methods continue to be widely used. 

The Efficacy Argument 

The main justification cited for the use of aversives is their perceived 
efficacy in dealing with severe behaviour difficulties. When exam- 
ined more closely, this argument does njt present the formidable 
weight of "scientific^factthatthe exponents of aversives would have 
us believe. The two studies above only deal with the published 
literature, which is likely to report only .successful findings, in 
practice, one can assume an even lesser degree of success. This 
assumption is borne out by the current trend among t.hos<^ who 
advocate aversive procedures to develop "centres of excellence." 
This su^cr^^t ; that current levels of practice are far from congruent 
with even the current research findings.*^ 

This pattern can also be seen in the province of Ontario, th(^ 
only Canadian province that allows the use of electric shock. Whih^ 
ihv literature suggests that (^lectric shock is ef!ectiv(» ov(»r the short 
term, numerous cases of long-term u.se (^xist. Ont; woman has been 
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on the shock program for twelve years. Another woman was on for 
two-and-a-half years until her parents took her home. There is also 
indication of the need for "successful clients" to return regularly for 
follow-up "treatments," In light of the questionable literature, and 
the even more questionable practice, the efficacy argument cannot 
support the continued use of aversive methods. 

The Last Resort Argument 

Many argue that highly aversivo measures are only used when all 
other alternatives have failed. This is usually presented under the 
doctrine of the least restrictive/intrusive alternative so that a hier- 
archy of procedures is attempted before using such highly aversive 
methods as shock. In other words, the patient suffers a long and 
painful process of "treatments" leading ultimately to physical pun- 
ishment, or, in some cases, submission. The problem wit this 
argument is the definition of "all other treatment methods." This is 
usually limited to other forms of aversive behavioural techniques 
and pharmacological interventions directed solely at the "problem 
behaviour." The following citation from a research report on the use 
of shock on a young man illustrates this point: 

Prior to his present placement. Jack had lived in five differ- 
ent institutions for perio is ranging from six months to four 
years. His previous records indicated that a variety of pro- 
cedures had been unsuccessfully used to treat his aggres- 
sion including water misting, exclusionary time-out, medi- 
cations, over-correction, differential reinforcement of other 
behaviours (DRO), differential reinforcement of incompat- 
ible behaviours (DRI), required relaxation, conti ngent exer- 
cise, and contingent restraint ,,, token economy program 
plus exclusionary time-out,,, reinforceinentfor appropriate 
social behaviour, contingent aromatic ammonia ,,, continu- 
ous wrist restraint and four-way mechanical restraint,*'^ 
The preference for the use of both behavioural and aversive 
methods was also identified in the Riznnk review. Rarely are non- 
behavioural or even non-aversivr methods considered in the search 
for alternatives. Even rarer is a comprehensive attempt to deal with 
the underlying cause of the behaviours through individualized 
planning and support development. The last resort argument is not 
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sufficient to support the use of aversives. 

The Right to Treatment, Informed Consent and Procedural Controls 
The right to treatment arj^ment has become more common in the 
face of rights-based advocacy against the use of aversive procedures. 
This means that thu person has the right to all reasonably available 
and effective treatments. The obvious first problem is that aversives 
have not been proven to be effective with sufficient clarity. Second, 
the "right*' to treatment does not abrogate an individual's right to be 
free from cruel or unusual punishment, their right to personal 
autonomy, and their protection under the law from physical assault. 
Nor can this justify the use of procedures that do not meet reason- 
able standards of ethical practice. The right to treatmentargument 
is not sufficientl strong to justify the use of highly aversive meth- 
ods, ^'^ 

Informed consent is central to the right to treatment argu- 
ment and oth er current justifications for aversive procedures. In the 
majority of cases, the consent to "treatment" is not given by the 
person who will be the recipient of the treatment. Age and/or the 
perceived competence of the person involved accounts for this. 
Consent is usually given by a parent or guardian, often regardless 
of whether there has been due process in determining competence. 
Thisimmodiately weakens the strength oftheconsontandcaMsinto 
question its validity from both amoral and legal standpoint. TYx^Kve 
decision in Canada effectively removed the right of a parent or 
guardian to consentto non-therapeutic sterilization,*'* Tlie principle 
inherent in this decision seriously questions the validity of substi- 
tute consent in relation to the use of aversive procedures. 

The issue of what constitutes or purports to constitute con- 
sent in relation to aversive procedures arises in the case of Jack, His 
consent form, which was developed by those implementing the 
shock program, is described by its authors to include the following: 
The results of previous treatments; (e) a descrip ion of pos- 
sible treatment alternatives with prognostic details regard- 
ing their anticipated success (e.g,, further chemical rv- 
straint might have been attempted, but due to past failures 
and potential sidf? effects, it was extremcily unlikely to 
produce any desirable results); (f) a review of the literature 
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reportingthe successful treatment of aggression with shock 
... (g) a justification for the use of shock based on Jack's right 
to effective treatmentand the poor prognosis if a potentially 
effective treatment was not tried (m) the anticipated 
treatment results; and ( n ) an extensive reference list on the 
right uo treatment and the use of shock to treat maladaptive 
behaviour. 

The authors go on to say that the consent form played a very 
importantrolebydetailingtheproposed treatmentand demonstrate 
ing parental and administrative support,'^* 

The consent form was clearly a mechanism for "selling** the 
p^'ogram to thefamily. The inclusion or*extensiveinaterial" on right 
to treatment is irrelevantto the decision for treatment and is clearly 
intended as a coercive element. The description of an extremely 
negative alternative coupled with the proposed implementers* de- 
scription of potentially beneficial effects of shock is also coercive and 
again is clearly intended to influence the decision of the family. 
Without independent advice and a truly independent assessment of 
the program and the alternatives, the consent cannot be construed 
as truly informed. 

The following story based on an interview with the mother of 
a woman subjected to shock illusrates a common problem with 
consent: 

"At the time they put Toby on this program (contingent 
shock), I was informed by Dr. X that it was either that or a padded 
cell . There was nothing olse to do, I vas given one choice or another/* 
After two-and-a-hclf years on the shock program, the mother 
noticed no positive chauf^^e in her daughter and she decided to bring 
her home without the shock program or any other kind of supports. 

Procedural hurdles such as human rights reviews and profes- 
sional reviews are often employed as a final mechanism to support 
the use of highly aversive methods. \Vliile ostensibly a good mecha- 
nism, these procesi^es have not seriously limited the use of highly 
aversive measures, Human rights reviews are questionable since 
their mere existence suggests that the human rights they are 
reviewing are contingent and may not apply to certain individuals 
based on professional ovalu.ition of their behaviour. They become 
negative when they appear to sanction aversive procedures and 
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thereby add validity to their use. 

Professional reviews are often pro /"orma and are usually com- 
pleted by other behavioural professionals conversant in and sympa- 
thetic to the use of aversive techniques. This prescreening of ideas, 
input and disciplines renders them all but useless except perhaps in 
cases of flagrant abuse or misapplication from a theoretical stand- 
point. Again their chief purpose is often to legitimize the use of the 
procedure. 

None of the standard justifications for the use of aversive 
conditioning provides a clear enough raison detre to account for the 
widespread and consistent use of aversive procedures, Training, 
anxiety and convenience may well account for their past and contin- 
ued use. 

Training, Anxiety and Convenience 

Perhaps the most obvious reason for the widespread use of aversive 
measures is the training we offer most workers in the field. The 
positive impact of behavioural training techniques on our ability to 
teach people with exceptional support needs cannot be denied. As 
such, it has increasingly formed a large part of our t/nining and 
educational programs for current and future staff. Behavioural 
science also allows researchers in academic and clinical settings the 
kinds of experimental design and rigorous analysis of "hard data" 
often required in such settings. These same settings and research- 
ers also provide the majority of the training and educational 
programs. Thus, in our zeal to bo "scientific," we may overemphasize 
the technology that is most readily amenable to ouantif ication. An 
example from a student placement project of a community college 
program for developmental service workers is useful here. 

A summer program for children from the local institution was 
organiz(id that involved integratnig them into the regular summer 
activities organized by the local parks and recreation department. 
Each of the students was responsible for helping one of the children 
participate in the program as fully as possible. Activities included 
playground, trips to parks and zoos, games, etc. It was not intended 
to be a teaching program, but purely a recre^ation and leisure^ 
program. Theci^ildren fit in well and were soon having a great time 
with their friends from the community. As organiz(^rs, we consid- 
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ered the project a gi'eat success. 

At the evaluation, however, one of the? students and the in- 
structor felt the whole thing was an utter failure because they "did 
not have one opportunity to task-analyze an activity or develop a 
program plan/' Clearly something was seriously amiss with the 
college training if they failed to see the integration of children, who 
had spent the bulk of their lives in institutions, into regular 
recreational activities as anything but a tremendous success. Un- 
fortunately the emphasis on technical behavioural analysis had 
taught them to assess success not in human terms, but in terms of 
technical results. 

The "spread effect'' outlined in the TASH monograph also 
applies here. This reters to the process where an initial success (i.e., 
the suppression of the maladaptive behaviour), even for a short 
time, reinforces the worker. This positive reinforcement encourages 
the worker to resort to aversive measures more often and in less 
severe situations. This results in a gradual spreading of the use of 
aversives from what may have been an initial, limited use.*^^ 

This effect is likely to be magnifr 1 in situations where staff 
resources are severely limited. One of the great attractions of 
aversive technologies is their relative ease of use and their perceived 
time-limited nature. Human service organizations frequently suf- 
fer from a lack of resources. Thus, the temptation to apply a 
procedure that does not require a great investment of time in the de- 
velopment of a meaningful relationship or highly individualized 
supports is great, particularly if the procedure promises to be time- 
limited witl relatively immediate success. 

Finally there is the anxiety of staff', family and friends when 
faced with extreme behaviours that are often frighteni ng to witness. 
As Lovaas has noted: "therapists ... may select aversives because of 
their own *anxiety' and thereby become aggressive themselves.*'^' 
Unfortunately, our instinct often tells us to fight fire with fire, 
regardless of whether that will cool the flames or ignite them. 

Behaviourism as Ideology 

One of the more* subtle hut perhaps most pervasiv(i reasons for the 
widespread use of aversive techniques has to do with behaviourism 
itself As we have noted, applied behaviour analysis has had a 



26 The Language of Pain 



profound and generally positive efTect on our ability to teach indi- 
viduals with a mental handicap. But there are some fundamental 
problems when behaviourism is applied exclusively or without 
regard for the broader social context. McGee et al. raise this point 
clearly, "there are two basic problems in the practice of behaviour- 
ism. One problem is that the traditional application of these prin- 
ciples is based on a unilateral, rather than an interactional, ap- 
proach to change. A substantive flaw is that applied behavioural 
analysis is regarded as an all-encompassing philosophy of life."*" 

McGee and hi s colleagues suggest we need to look critically at 
our basic posture towards those we seek to support. Behaviourism, 
when applied as described above, leads to a state of compliance and 
veflects an authoritarian attitude or value system. On the other 
hand, a more interactional approach implies a posture of solidarity 
that leads to reciprocal human interaction.*'-^ Turnbull et al., citing 
the work of Haille on the nature of cruelty, st ite this same point 
more simply: "the opposite of cruelty is not kindness, but respect.''^^^ 
Behaviourism, when seen as an ideology, reflects an unequal power 
relationship that involves the therapist obtaining control or compli- 
ance. In this context, punishment is inevitable. Only when the tools 
of behaviour analysis are used in a context of mutual respect and 
equality can the use of punishment and force be avoided. 

Devaluing and Depersonalization 

The devaluing of people labelled mentally handicapped is a long- 
standing and pervasive fact in our society. Evidence can be seen in 
our past and present treatment and attitudes. No other population 
has been consistently segregated from the mainstream of society, 
Fmr ofthe*feebleminded" has long influenced the development of 
a system of control that wo are gradually struggling to reform. 
Unfortunately, this legacy of fear and devaluing continues to allow 
us to treat people labelled mentally handicapped or other devalued 
groups in our society differently than ourselves. Turnbull et al, 
provide a comprehensive discussion of this dual standard. They 
point out by way Lfexample, tliat highly iwersive methods are not 
routinely used to deal with the equally s( ^'-destructive behaviour of 
an alcoholic. They ilso review three cas(»s from th(^ U.S. Courts on 
the use of aversive behavioural interventions on psychiatric in- 
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mates, prisoners in correctional settings and people in facilities for 
the mentally handicapped. In all out the case involving people with 
a mental handicap, the judges ruled that the use of aversiv^i 
conditioning techniques violated the individual's rights of consent 
and freedom from cruel and unusual punishment. In the case 
involving people with a mental handicap, it was ruled lawful if ad- 
ministered by a qualified mental retardation professional.'^^ In 
Canada, there have been no legal challenges to date, and the 
attitudes reflected in these decisions are no less pervasive. 

The question becomes one of our values and our attitude 
towards people identified as mentally handicapped. Without a 
fundamental change in attitudes, we will continue to accept the 
punishment of people based on a label that no more defines the 
person than their sex. 

This process of devaluing and depersonalization is strongly 
evident in the literature on aversives. People are described rou- 
tinely as a list of problems and diagnoses as in Jack's story — *The 
Successful Treatment of a Dually-Diagnosed Deaf Man's Aggres- 
sion with a Program that Included Contingent Electric Shock, "'^'^ 

When presentations are made on the use of aversives, it is 
common to use videotapes showing people in their direst moments. 
To a large degree, the drama of the result is dependent on displaying 
the most traumatic and desperate "client" possible. This reinforces 
the underlying stigma that supports our dual standard and allows 
us to contemplate the use of means we would otherwise reject. 

The terminology used to describe aversive measures also ef- 
fectively allows us to depersonalize the events. The application of a 
cattle prod to people is variously described as "faradic stimulation," 
"contingent electric shock" or, in the article cited above, the instru- 
ment itself is described as "the direct stimulator."^** The use of 
pseudo-scientific euphemisms allows us a psychological distance 
from the events, which, while obscuring the reality of the situation, 
allows us to distance ourselves from thf responsibility of ethical 
choices. 

This general devaluing, coupled with an over-reliance on be- 
havioural technology to provide solutions to human problems, can 
lead to ignoring even the most blatant attempts 'o communicate 
very real difficulties. Rather than seeing the problem, we jump to 
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treat the behaviour, Barry is a case in point, 

Barry is a forty-year-old man who had Hved in a large 
institution for most of his life. Over the years, he developed what 
were described as severe self-abusive behaviours. In Barry's case, 
this involved forced vomiting and prolapsing his bowel and tearing 
at it. This resulted in severe bleeding and eventually chronic 
anemia. He was: **treated" with a series of programs culminating in 
a restr.Mntand time-out program, Wlien the institution closed, it 
was assumed Barry would be one of the few who could never live in 
the community and would have to be transferred to another insti- 
tution. Fortunately, a community service provider offered to de- 
velop a highly individualized support system for Barry, Part of the 
initial settling in involved a visit to a local general practitioner for 
a thorough physical examination. After a series of tests, it was dis- 
covered Barry had a severe ulcer. When treated, his "behaviour 
problem s^' quickly disappeared and ho continues to Hve a full and en- 
joyable life in his own home. Thus for Barry, the assumption that it 
was "just behaviour" and the failure to try to underst ind what he 
was trying to communicate had serious physical consequences and 
nearly resulted in his spending his entire life restrained in an insti- 
tution. 

What are the Alternatives? 

Perhaps the most effective argument the proponents of aversive 
measures have made is the lack of alternatives. In the province of 
Ontario, tlie Minister responsible has stated he will immediately 
end the use of shock when a suitable alternative is available. The 
issue of alternatives is ultimately the most important, not only as a 
prerequisite for terminating the use of nversivr^s, but more impor- 
tantly to find the means of supporting people who develop severe 
behaviours such as self-injury. 

Many proponentsof the use ofavcrsivespresentchemical and 
physical restraints as the only other alternatives for severe behav- 
iour difficulties, They then present aversives as a humane and 
positive alternative. This simplification assumes that no otlier 
alternatives exist. This is the dominant belief 

Ow. of the reasons for this belief in the lack of alternativ(\s 
has, as the Kiznek study pointed out, been the preference for re- 
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search into aversive measures as opposed to non-aversive strate- 
gies. This is supported by Guess et al, who point out that until 1985 
no comprehensive textbook on non-punitive methods of dealing 
with severe behaviour difficulties existed and little research is being 
done in the area/^'^ This situation has changed dramatically in the 
past three years with the publication of several authoritative books 
and numerous articles on non-aversive means of supporting people 
with severe behaviour diffu ulties,'^''* 

While we are seeing an increase in literature on non-aversive 
strategies emerge, there remains a pervasive belief that aversives 
are necessary and that the alternatives offered may provide an 
answer for some or even most people, but for those with the most 
severe difficulties, aversive procedures will continue to be needed. 
There is, of course, no way of technically demonstrating this unless 
of course a means of determining absolute comparability of different 
individuals' behaviour could be found. The only plausible solution to 
this dilemma is to alter the way we perceive the problem and, by 
extension, the solutions. 

The behavioural perspective has narrowed the perception of 
the problem to a set of behaviours that can be changed upon 
application of proper stimuli. This has led to a range of procedures 
that presumably can he applied universally and progressively until 
a sufficient stimulus is found to prompt a change in response. 
Recently, this view has been challenged, even within the behav- 
ioural community, by the assertion that behaviour is first and 
foremost communication.^^' While seemingly a rather obvious as- 
sumption, it has not, until recently, influenced the general approach 
to severe behavioural problems. Even this development has not 
eliminated the perception that a procedural solution, based on 
behavioural technologies, can be found. It is this emphasis on 
finding a "cookie cutter" solution that has limited our ability to find 
and demonstrate the real alternatives to aversive measures. 

This consistent belief in a procedural or technical solution to 
the problem of severe behavioural difficulties has limited our ability 
to see both how our current structures encourage and sustain severe 
behaviour difficulties and how solutions for individuals may be 
found. 

The Community Integration Project sponsored by the Center 
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on Human Policy at Syracuse University conducted a nation-wide 
survey in the United States to identify community programs and 
services that were successfully supporting people with challenging 
behaviours to live in integrated community settings. Upon analyz- 
ing the similarities of these programs, they identified the following 
components as consistently present and crucial to the success of 
these programs: 

Commitment to integration: This commitment involves a 
clear stance that people would not be sent back to the institution. 
More importantly, it reflects a commitment to the individuals and 
acceptance of the responsibility for finding means of supporting 
them in our community. 

Ecolof ical perspectives on behaviour: The quality of the 
individual's life both physically and emotionally was seen as para- 
mount. Behaviours were not seen as part of the person, but rather 
as an attempt to communicate some difficulty the individual is ex- 
periencing in his or her environment. 

Small settings: While increasingly seen as important for ev- 
eryone, it is particularly important for people who require a high 
degree of .support and who need the opportunity to develop strong 
relationships with others to better express their wants and needs 
and to be better understood. 

Small agencies: This is essential to ensure that the agency 
remains responsive, flexible and genuinely committed to the indi- 
viduals they serve. Thus, expansion is seen as less preferrable than 
supporting the development of new organizations. 

Heterogeneous groupings: This is crucial to prevent a situ- 
ation where stafTfind themselves managing a numbt -•of competing, 
often violently expressed, interests. It also allows for a more inte- 
grated and varied lifestyle by providing a greater diversity of 
interests and capabilities. This also prevents a situation where 
behaviour difficulties are transferred from one individual to an- 
other and provides an opportunity for positive role modelling. 

Individualization: This is particularly importantif we accept 
that behaviour is priiiuirlly curnmunication. Only through a highly 
individualized program can the necessary degree of rr^sponsiveness 
to the individual be ac^ieved. This must extend to all aspects of 
support, including stafi* selection to ensure personal compatibility. 
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Flexibility: This is a natural extension of individualization. 
Flexibility as opposed to rigid adherence to a fixed program is essen- 
tial if genuine individually deterr^ined supports are to be provided 
on an ongoing basis. 

Positive interventions: While extensively discussed previ- 
ously, this is also a necessity if the above criteria are to be met One 
cannot be respect! ul ofindividuals one moment and punish them the 
next and build a positive relationship based on equality rather than 
control. 

Support Services: This is critical in smali community settings 
where in-house services normally found in institutional settings are 
not readily available. Crisis support, consultation and respite are all 
essential ingredients. Ironically, the lack of these services is often 
used as justification for the maintenance and expansion of institu- 
tion-based services rather than the development of community- 
based services. 

Central role of the direct service provider: This is primarily a 
recognition that those who are with the person most and know him 
or her most intimately are usually the best able to interpret the 
person's communciation as opposed to an outside "expert on behav- 
iour problems," This does not deny the role of others; it merely 
emphasizes the importance of the direct and personal knowledge of 
the individual. This would also apply to family, friends and 
advocater, vvho again usually know the person best and whose 
commitment is to that person as an individual, not as a client, 

These components are strikingly dissimilar to the standard 
community services for people labelled mentally handicapped, yet 
they are similar to what is being described as positive support 
options for people with a handicap of any kind. 

In a nutshell, the Syracuse findings tell us that when treated 
with respect and dignity, and given our autonomy, our need to rebel 
is eliminated. Increasingly, we are seeing people previously written 
off by society as being "too handicapped,'' "too medically fragile,'* or 
"too bohaviourally difficult," livingdignified and meaningful lives in 
our communities. New approaches to planning and support, such as 
service brokerage,'^" and personal futures planning,^'' all emphasize 
the individual's right to choice and autonomy and to hv, upi)orted 
in ways that are dignified and respectful of both the individual and 
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his or her personal choices, however they may be expressed. 

It only makes sense that those in greatest need require the 
greatest effort to bring this about. They do not need something 
"special," merely our utmost support to achieve what we all value. 
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The Use of Aversives: 
a Psychologists Viewpoint 

Carole Sinclair 

In adhering to the principle of Responsibility to Society, psy- 
chologists ... participate in the process of critical self-evalu- 
ation of the profession's place in society and about the ways 
the profession might be contributing to or detracting from 
beneficial societal functioning and changes, 

(Canadian Psychological Association, 1986) 

The field of psychology has played a major role in the development 
and use of aversives. The theoretical framework has been provided 
by psychologists studying the learning process in human beings and 
animals, and psychologists were the first to systematically study the 
effects of aversives on learning. Therefore, it is appropriate for a 
psychologist to write a chapter in a book on the topic of the use of 
aversive therapy with persons whohave a developmental handicap. 
It also seems appropriate to review the use of aversives from the 
point of view of professional ethics, inasmuch as aversives are 
inherently coercive, are vulnerable to abuse and have resulted in 
numerous guidelines for ethical and competent practice. The reflec- 
tions presented will be based on personal impressions and experi- 
ence and will be organized around the four ethical principles 
guiding the new code of ethics adopted by the Canadian Psychologi- 
cal Association (CPA) in 1986. 
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Respect for the Dignity of Persons 

The first ethical principle articulated in the CPA code of ethics is 
Respect for the Dignity of Persons. This principle requires psycholo- 
gists to view persons as ends in themselves, with a right to safeguard 
their own dignity and sense of "porsonhood," and to view science as 
a means to such an end. Rights to equal justice, privacy, autonomy 
and self-determination are seen as paramount, and individual 
differences related to such characteristics as age, physical and 
intellectual abilities, gender, etc. do not diminish those rights. Also 
of particular importance to the provision of services to persons with 
a developmental handicap is the added recognition that some 
persons are more vulnerable than others to having their rights 
ignored (e.g., children, involuntary clients, persons with a develop- 
mental handicap, women) and that psychologists have an increased 
responsibility to protect individual rights in relevant circum- 
stances. 

Do psychologists respect the dignity of persons in the use of 
aversives? On the positive side, we find that . urth American psy- 
chologists have responded to reported abuses of aversive methods 
and relevant legal decisions by playing a leading role in the 
development of state and provincial guidelines for their use. Such 
guidelines generally rrcommend that aversives only be used when 
other methods have failed and when the individual's overall well- 
being (or sense of "personhood") is threatened. The guidelines also 
often recommend the existence of expert review teams whose job it 
is to protect the rights of the individual with a handicap by ensuring 
that th(» api)lication of aversives will indeed benefit the client and 
that all nncessary consent procedures have been carried out. 

On the negative side, there are still both suspected and 
reported abuses and insufficient consid(»ration givc»n to more posi- 
tive ways of changing behaviour. Long-term effects of severe re- 
straints on an individual's autonomy and self-determination have 
not born studied systematically, although they are sometinu\s 
reported anecdotally Therefore, \vv. avo. not sure whether long tc^rm 
dignity and wcll-bein^^ is enhanced enough by the use of aversives 
to justify the short-term assaults , 

D(»spite giiidf!lin(»s to \hr contrary, j)ar(»nts asked to consent 
to aversivci procedures sonKitimns report tliat they were told tlu;re 
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were no alternatives to the use of aversives and/or that tliere would 
be no negative side effects. However, the very fact of substitute 
consent for persons deemed unable to ^ve .eir own consent has 
been seen as a problem. Consent is sometimes obtained from those 
who have the legal authority to do so, but who have little personal 
history with or knowledge of the individual and a questionable 
commitment to protect their rights and well-being (e.g., family 
members or relatives who have had no contact with the person for 
months or no caregiving relationship for a number of years). 
Although review committees are seen to provide an extra level of 
p)otect)On in such circumstances, they have been known on occa- 
sion to have tneir own biases and personal agendas (e.g., a need to 
protect the existence of a particular department or service). All of 
this suggests that adherence to guidelines does not necessarily 
protect the rights of the persons involved and that a psychologist 
cannot abdicate his/her personal responsibility to protect those 
rights by arguing that "everything dictated by the guidelines was 
carried ouC* 

A final concern related to the principle of Respect for the 
Dignity of Persons is that persons v/iih a developmental handicap 
form the only group of individuals in North American society who 
are systematically subjected to the application of aversives. Two 
possible exceptions include the infrequent short-term use of aver- 
sives to treat over-eating, smoking, drug-dependence, and to treat 
some sexual disorders in persons who can prov'de their own consent 
and discontinue treatment at any time. Psychiatric patients and 
prisoners sometimes display dangerous behaviours (self-injury and 
severe aggression) that could be treated by aversives, but it is 
against the law to use such techniques without their consent and, 
in some cases, it is against the law to use them at all because they 
are seen to involve an unacceptable level of assault to human 
dignity. However, the same behaviours in persons with a develop- 
mental handicap may be treated by aversives. 

One has to wonder why there is such a diffbrenc(i in the ap- 
plication of aversives to varying groups of people. The difference* 
may be due to the extreme vulnerability of persons with a develop- 
mental handicap and the failure of our North American society 
(including psychologists) to provide them with protections equal to 
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other persons. This existing differential application of aversives 
should be a matter of concern. 

Responsible Caring 

The second ethical principle espoused by Canadian psychologists is 
Responsible Caring, This principle requires psychologists to be con- 
cerned about and try to contribute to the welfare of their clients and, 
at least, to do no harm. To meet this expectation, psychologists are 
asked to ensure that they properly assess their client and his or her 
situation so that they can discern what might benefit or harm that 
client; that they do everything possible to minimize harm and 
maximize benefits; that they correct harm when it occurs; that they 
be particularly careful to protect the welfare of vulnerable clients; 
that they maintain their competence; that they understand their 
own backgrounds and beliefs and how these might influence their 
judgments; that they make every effort to ensure that psychological 
knowledge is not misused to harm others; and that they have the 
humility to recognize thatdisciplines, theories and viewpoints other 
than their own can also be of benefit. Psychologists are concerned 
about psychological harm (fear, humiliation, mistrust, reduced self- 
esteem), as well as physical harm. 

The vast majority of psychologists involved in the use of aver- 
sives are firmly convinced that their use will be of benefit to the 
individuals concerned. There is substantial research suggesting 
that such methods can reduce severe behaviours. But is this 
enough? A closer look at the principle of Responsible Caring would 
suggest that scientific evidence of effectiveness is not sufficient to 
assume that the principle is being honoured. 

A major problem is the limited framework that is often used 
to assess the needs and situation of the person with a developmen- 
tal handicap. For example, the Ontario Ministry of Community and 
Social Services document, "Standards for the Use of Behavioural 
Training and Treatment Procedures in Settings for the Develop- 
mentally Handicapped'* (1986), is thorough and clearly written. 
However, it is limited by its "hehaviouraf focus. Assessment of the 
circum.stances surrounding the behaviour of concern and methods 
already tried to reduce tlie behaviour is restricted to a behavioural 
model. Although a medical examine* lion is required (the parameters 
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of which are not specified), there is no reference to assessment of 
other contributing factors, developmental, communicative, emo- 
tional or systemic. When the problem is defined as solely behav- 
ioural, then the treatment invariably is also behavioural and may 
include the possible use of aversi ves. Considering the seriousness of 
the problem behaviour, the situation would seem to cry out for a 
multi-focal, multi-disciplinary approach to assessment and finding 
solutions. However, guidelines for the use of aversive procedures 
rarely address this issue. Once again, I know of no other population 
for which such a limited assessment mod^^l would be considered 
acceptable, 

A second major concern within the Responsible Caring con- 
text is the misuse of behavioural methods (including punishment) 
by those who have not been adequately trained and are not ade- 
quately supervised. Such a problem is not unique to behavioural 
methods. For example, one can also find the misuse of paradoxical 
intention by novice family therapists, of physical control by the 
novice child-care worker and of structured learning by the novice 
teacher. The pressures of being new to a job or of being in a high- 
stress situation without adequate training and .support can lead to 
an unfortunate "ripple effect" in which methods that may be 
appropriate in a limited setof circumstances and in which the novice 
worker has obtained a limited amount of training are applied 
inappropriately and with harm to a broad range of circumstances. 
Some years ago, Webster (1977) reported an incident in which a 
teacher of children with autism came to him with a request for help 
in implementing a behaviour modification program (using ele.tric 
shock) for a child who w.is repeatedly banging his head. Through a 
series of questions. Dr. v'^ebster discovered that the child would not 
bang his head when sucking on a popsicle and he suggested that a 
dentist look in the child's mouth before the implementation of any 
aversive behavioural program. Sure enough, the child had a serious 
dental problem! Welike to think that we are more sophisticated now 
and that such a mistake would not be made. At the very least, we 
would not now consider the application of electric shock for such a 
circumstance. However, the important lesson from Dr. Webster's 
tale is that we can inadvertently create a restrictive atmosphere (in 
Dr. Webster's example, a punishment-oriented one) for workers by 
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concentrating too heavily on a single nodel. We need to take a close 
look at what we offer students in community colleges and universi- 
ties. Offering a variety of courses reflecting the same single-model 
orientation is unfair to students and can lead to misuse and harm. 

Integrity in Relationships 

The third ethical principle, Integrity in Relationships, requires psy- 
chologists to be fair, impartial, straight-forward, and open. This in- 
cludes avoidance of misrepresentation and conflict of interest, and 
an awareness of one's own biases and how those biases might affect 
one's attempts to be accurate and open. 

It was openness to behavioural techniques in the early 1 9oOs 
that brought a breath of fresh air to services for persons with a de- 
velopmental handicap. Until that time, large numbers of persons 
lived in facilities that provided food and clothing, but virtually no 
educational progi'ams, life skills training or work experience. This 
had happened because of the mistaken belief that those with a 
developmental handicap could not learn and, therefore, should not 
be taught. Psychology had contributed somewhat to this "conven- 
tional wisdom" when Binet developed his intelligence test to distin- 
guish between those children who could be taught, but were 
disadvantaged, and those who "coinld not be taught," Over the past 
twenty years, psychologists have made enormous contributions 
through the applicaf ion of learning theory and behaviour modifica- 
tion concepts to the development of educational, life skills and 
employment programs. This has been done to the benefit of all 
concerned. However, my experience over the past year or two with 
psychologists working to find alternatives to the most intrusive 
aversive methods has led me to believe that there is now a lack of 
humility and an over-reliance on concepts of learning theory and 
behaviour modification in the application of psychology to the 
difficulties of persons with a developmental handicap. To take the 
next step forward, wo need a renewed openness to new methods, 
ideas, levels of analysis and theories. Instead, I have been struck by 
the sometimes adversarial stance taken by psychologists against 
the application of new or different models and by the missed 
opportunities for collaboration and improvement in our under- 
standing of human behaviour. 
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The use of euphemisnis in the literature on aversive methods 
is another problem related to Integrity in Relationships, This 
seemed to be r trivial matter until the seriousness of the misrepre- 
sentation or "whitewashing" became apparent. When a pinch is 
described as "finger and thumb pressure applied to the back of the 
neck'' or teeth being brushed with Listerine is described as "oral 
hygiene punishment'' or a hood being placed over the head and 
upper body is described as "visual screening, ' my reaction is to ask: 
'What are they trying to hide?" At the very least, such euphemisms 
lack straightforwardness; at worst, their use is motivated by dishon- 
esty and a desire to mislead the reader. 

Another problem is that some psychologists, when refuting 
concernsaboutaversives,implythattheconcernscome mainly from 
the uninformed lay public who react "emotionally" to the use uf 
aversives without an understanding of their intent or benefit. This 
is less than accurate. There is a substantial literature, written by 
psychologists and other informed professionals, expressing serious 
ethical concerns about the use of aversives, especially those that are 
considered to be "highly intrusive." 

Responsibility to Society 

The fourth ethical principle espoused by Canadian psychology. Re 
sponsibility to Society, holds that there is no such thing as a "value- 
free'' science that can pursue its own course with little regard for the 
needs and context of society. Psychology and psychologists exist 
within a society that will influence and be influenced by psychology 
and, therefore, the discipline needs to ask its questions and use its 
resources with attention to that society. As with any other profes- 
sion, psychology has a responsibility to avoid being misused for 
political purposes and to act to the benefit of society as a whole. In 
carrying out their activities, p.sychologists need to respect existing 
beliefs, structure: and norms that support such principles as 
Respect for the Dignity of Persons, Responsible Caring, and Integ- 
rity in Relationships. When these principles are not supported, 
psychologists have a collective responsibility to speak out and to 
attempt to correct existing problems. 

On the positive side, I believe that psychologists generally 
have been responsive to societal concerns about ethical issues in the 
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use of aversives through the development of strict guidehnes for 
their use and th) oagh dialogue about the ethical issues. Notwith- 
standing the many oblems outlined in this paper, most psycholo- 
gists working in the field do what they can to ensure that their 
facilities respect and safeguard the rights of their clients, work 
toward their well-being and engage in relationships with integrity. 
However, the "critical self-evaluation" attempted in this paper 
would indicate that we need to do more to honour the principle of 
Responsibility to Society, As a group, psychologists' concept of 
"rights" may be too limited, their imaginations too restricted in 
developing alternatives and their investment in maintainir^g the 
status quo too inviting. We cannot ignore the concerns thatcontinue 
to be expressed in spite of the existence of clearguidelines for the use 
of aversives. 

One technique that has been used by societies, wisely or not, 
for shaking a discipline out of a perceived "rut" is to declare certain 
methods no longer permissible. This has been tried, in some juris- 
dictions, with such methods as electro-convulsive therapy, certain 
drug therapies and use of "the quiet room," In the latter example, in 
particular, I have seen some remarkable changes in a staffs ability 
to find other, more positive methods for changing behaviour and 
helping a child to better internal control and self-understanding 
when a particular restrictive technique is no longer available. 

In my opinion, our present "rut" is reflected in the level of 
financial and human resources that continue to be used to develop 
and research aversive methods, without a similar level (at least) 
directed to the slowly burgeoning and promising alternative meth- 
ods, I look with optimism at the increasing number of psychologists 
who are directing their energies to the exploration of such alterna- 
tives. 
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Redefining the Problem: 
An Alternative View of Difficult Behaviour 

Douglas Logan 

I feel the need, given the points that follow, to begin this by stating 
clearly that I agree it is necessary for us to act to protect people who 
are in danger of being harmed by acts of aggression and other forms 
of problematic behaviour. I also agree that it is necessary to protect 
people who act their aggressions out on themselves. Even so, I 
intend to argue from the perspective of an administrator that we can 
provide these protections without being intrusive or delivering 
harm while we come to understand and respond to alternative ways 
of answering the problems with which unusual behaviours confront 
us. These alternatives will be found by focusing on two basic 
principles: the first is that our efforts should be directed towards 
changing our service structures to suit individuals, rather than 
individuals to suit structures; the second is that we must re- 
examine our definition of equality with the goal of teaching our- 
belves and the general public to be more tolerant of *'difTerentness." 

I know a mother whose teenaged dauphter. Til call her Shelly, 
has been diagnosed as having Prador-Willi Syndrome. People who 
have this syndrome must cope with a constant desire to eat, along 
with an inability to assess whether their bodies have had enough 
nourishment. You will appreciate that the parents of a teenager 
with Prader-Willi have their work rutoutfor them. Shelly's mother, 
however, must also cope with a daughter who occasionally engages 
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in self-injurious behaviour Yet, oven though she has these very 
difficult issues to deal with, Sbelly*s mother does not describe her 
daughter as a problem, but as a challenge: a challenge to under- 
stand, a challenge to help and, often, a challenge to love, I believe 
that what is significant about the mother's way of describing her 
daughtf.r is that the mother has put the responsibility of under- 
standing and coping with her daughter not on Shelly's shoulders, 
but on her own. She is prepared to accept Shelly's uniqueness as an 
individual without allowing her individuality to be obscured and 
overshadowed by the difficult problems she presents to others. 

Wliat Shelly's mother is helping me understand is that we 
who are in the "service system" must learn to see the people we 
struggle to support in the same way — as unique individuals who 
challenge us to respond to them as autonomous beings who may 
have son)e things to teach us, and not as a composite of problems to 
be solved. 

If we accept an attitude of being challenged to learn, we will 
be forced, instead of simply looking for ways to eliminate behav- 
iours, to be more prepared to accept people as they are while we try 
to understand what drives them to act in so many different ways. 
The answers that we discovei will sometimes be embarrassingly 
obvious. 

Curtis is a very inquisitive twelve-year-old-boy who lives with 
his single mother. He has been diagnosed as having Tuberous Scle- 
rosis, a syndrome that results in the growth of tumours uu various 
parts of the body, including the brain. The result can be, as it is in 
Curtis's case, serious impairment of intellectual funcMoning and of 
the ability to learn. 

Curtis and his mother live in a small house located on a fairly 
busy road with a yard that goes right to a river. Curtis^s mother was 
seriously concerned about her ability to supervise him so that he 
wouldn^t wandor, out of curiosity, either into traffic or into the river 
and come to serioushami. She consulted with a behaviour thr^'apist 
who recommended a variety of technniques she could use to change 
Curtis's wandering behaviour. She didn't feel any of these would 
help her, even though the therapist wa .confident that his "technol- 
ogy" would work. 

Since she wasn't prepared to follow his advice, he withdrew 
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his services. What Curtis's mother knew and the therapist didn't 
was that Curtis's wandering behaviour was a Hyniptoni of the 
problem, not the problem itself. 

Attempts to change his bohaviour would have required in- 
tense effort and a great deal of timo with no guarantee of success, so 
she applied for financial assistance and had a fence built around the 
yard. She no longer has to worry about his wandering, 

I was the behaviour therapist at the time, and this is but one 
of many humbling lessons 1 have been taught by parents about 
taking the time to understand their challenges, I was so arrogant 
about the skills and technology I had to offer that I was unable to see 
beyond the superficial issues presented by Curtis's behaviour, I 
would have done Curtis and his mother no good had I insisted on 
attempting to change his behaviour, because his behaviour was not 
the "real" problem; his safety was. 

Other answers can be more difficult for us to discover. 

Bill is in his early thirties and lives in a group home after 
having spent most of his life in an institution. Bill is in excellent 
physical condition and likes to run — not walk — everywhere he 
goes. He is comforted by regular routines and will express displeas- 
ure if they are disrupted. He also keeps very much to himself and 
does not talk to others about how he is feeling. 

Recently, he began having difficulty finishing his meals, 
wouldn't stay at work, began breaking his possessions and threat- 
ened to hit some of the people he is living with. During a serious 
discussion by group home staff about programs and punishments 
that could be implemented to eliminate BilTs aggressive behaviour, 
someone mentioned ~ in passing — his refusal to eat his favourite 
food, By sheer chance, it turned out that a regular dentist appoint- 
ment was scheduled for the next day and the decision was made to 
implement no behavioural program. Bill's entire mouth was discov- 
ered to have been full of painful cankers. The dentist prescribed 
antibiotics and Bill's aggi'ession and agitation disappeared. 

Once again, the behaviour was only a symptom of the real 
problem. Staff needed to learn that Bill has unique ways of dealing 
with illness and pain. In h is case, problem behaviour is the language 
used to say "help me," and behavioural interventions would have 
run the risk of compounding his pain. 
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The stories of Curtis and Bill illustrate the positive outcome 
of looking beyond the behaviour to understand the real problem. 
The next story is different because we have still found no answer, 

Steve is a thirty-six-year-old man who has been diagnosed as 
having schizophrenia. He has no close friends or family and has 
spent all of his life sin'^e early childhood living in environments 
where the only significant people he knows are paid professionals. 
While he is an extremely well-liked and engaging individual, Steve 
has been known ;,o set fires and will become extremely agitated and 
aggressive when confronted by changes to his routines or by 
behaviour in others that he considers inappropriate. He has been 
on, and continues to be on, an astonishing variety of behavioural 
programs and medications that are intended to change or eliminate 
the problem behaviours he presents. There have also been frequent 
occasions over the past few years when his ability to relate to others 
has become so problematic that he has spent much time in psychi- 
atric facilities. At no point in the past five years, if not longer, can 
we document that institutional or other professional involvements 
have resulted in positive change for Steve, 

Indeed, the systematic focus on treating the symptoms of 
Steve's behaviours, attempting to control them through punish- 
ment and drugs, has not answered the challenge he presents to us. 
If the technology has nut worked, perhaps the answer does not lie 
in trying new approaches or treatments, but in learning to accept 
the unique challenge Steve presents — that Wt ich is different about 
him — and not "doing" anything. 

The issue, I believe, is not the problem of behaviour as 
described by the above three individuals, but the problem of our 
response to the challenges presented by their behaviour. Perhaps 
we have learned too much to see our successes measured by 
changing behaviours and not nearly enough in finding ways to 
accept and understand people like Steve who are different from the 
norm. Certainly Steve, Bill, Curtis, Shelly and hundreds of others 
like then are entitled to the skills and security we have to offer 
them. However, I no longer believe that the challenges they present 
will be answered through the development of new technologies — 
aversive, intrusive or otherwise. We must learn to accept that there 
is not going to be a successful new "wonder drug" or other alterna- 
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tive. Instead, let us rethink the way we recvpond as service providers 
and professionals so that we can learn to see the real problem rather 
than the symptoms. The following questions are intended to stimu- 
late this thinking. 

ii) Are we who are in the service system the solution or the problem ? 

Does the rigidity of our administrative structures help or hinder? 
I administer a service organization that provides supports for people 
with developmental handicaps. The services offered include group 
homes. There are two individuals who live in one house — through 
no choice of their own — who dislike each other so much that we 
have to deal with their fighting, arguing and threateningeach other 
with violence. 

Many people worked intensively and creatively one summer 
and early fall with another very challenging individual, hoping to 
encourage her to be an active participant in community life. Tlieir 
work was focused exclusively on her and shaped according to her 
uniqueness as an individual. Although it appeared that this focus 
was being quite successful, we foolishly insisted on having her 
attend school, a system that is not individually focused and not 
usually prepared to respond with much flexibility to individual 
needs. The result was conflict and a dramatic increase in problem 
behaviour 

But why should we even be surprised by problems? The real 
issue surrounding their behaviours is that we have forced these 
people into situations where they feel they have no choice but to 
respond as they have. It is we, not they, who are the problem, and 
it is we, not they, who should be under pressure to change. 

(ii) Do we have a genuine commitment to use all of our resources to 
understand and respond to the real challenges of problem beha- 
viours? 

I wonder how often aversives and other punishmen s are used 
because they are ultimately easier to implement and are '*cost 
effective." I posed this issue to a behavioural psychologist who said 
he was inclined to agree with me, not so much because people using 
aversives were lazy or cruel, but because they, and the systems in 
which they worked, were unprepared to cope with the problems not 
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punishing someone with a challenging behaviour would cause. For 
example, if the service structure itself is the real cause of the 
problem behaviour, as is the case of the individuals mentioned 
above, and punishment is used to control only the symptom of the 
problem (fighting, aggression, etc), then the only alternative that 
would seem appropriate if punishment were not to be used would be 
to change the system itself. This would mean giving the people who 
dislike each other so much the right to live where th ey ch oose so that 
they would not be forced to put up with each other. It would also 
mean a complete refocus of the school system from groups of like 
problems towards individual uniqueness. What is unsettling about 
these possibilities for administrators like me is that our experience?, 
training and practice is based on the development of systems that 
can be monitored and measured. The concept of individual unique- 
ness, however wonderful it sounds, is by definition unsystematic 
and apparently, therefore, beyond measurement and control. It is 
sometimes quite frightening to think about not being in control, but 
an acceptance of this is essential if we are to be true to our 
commitment to use our resources to help, 

(iii) What other group of peonle in our tiociety is subjected to as much 
punishment and behavioural technology as people with develop- 
mental handicaps? 
In spite of all the time spent on research and data collection, I believe 
strongly that the question of whether or not these aven i^e tech- 
niques are effective is irrelevant. What is relevant is thai: we are 
prepared to use these tools at all, and what that says about how we 
view these people. Many before me have made comparisons between 
the use of aversive technologies and torture. Others have talked 
about liow the trciatment of people with handicaps so closely 
resembles that of'tlie underclasses of totalitarian and racist socie- 
ties ]\k() South Africa. As outrageous as these comparisons may 
seem, an J as defensive as they may mak(^ us feel, I think we should 
us(! them to a.sk ()nrselv(?s how fully human we see the ptiopU? 
tre'it with aversives as being. This is a very unsettling question to 
(»xpect pciople in th(» heh.'ivioural and social service commnnititis to 
ask of thofiiselv(\'^, l)(a'ause it implies that they liave been acting: 
almost as criniiruiKs, This, of course, is not the case. Almost all 
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professionals are concerned and caring people with a genuine 
commitment to helping oUiers, who would be appalled to think that 
they were truly causing harm. Nevertheless, the question remains: 
would we treat someone we genuinely saw as our equal this way? It 
suggests the need for a significant re-examination of our attitudes 
towards people with developmental handicaps. 

Why do we have such a difficult time accepting the "different- 
ness'' of people with handicaps, particularly those who have behav- 
iours that we feel are unacceptable? Some of the members of our 
society are different from the norm i.. dramatic physical, emotional 
and/or behavioural ways, R- her than taking the time to recognize, 
appreciate and accept what this differentness has to teach us, have 
we sought too much to sanitize, equalize and normalize everyone 
within the bounds of a mythical standard? We look to encourage 
everyone to act the same and behave within the parameters that we 
think are acceptable but, by placing this expectation on a group of 
people who do nothave the physical, intellectual or emotional tools 
to do so, do we not, by definition, guarantee their failure? And when 
they have then failed, does this make punishment more acceptable? 

Julie is a twenty-year-old woman who, from a very youngage, 
has presented a number of quite disturbing aggressive and self- 
injurious behaviours. Unfortunately, these began to threaten the 
other children in the family. When her parents went for help, they 
were told that there was nothing available to them in their commu- 
nity and that she should be sent to an institution for the develop- 
mentally handicapped. Although this was an extremely difficult 
decision for the family, they felt they had no choice and reluctantly 

agreed, Julie lived in a number ofinstitutions for nine years. During 
that time, a variety of different techniques were attempted in an 
effort to change and/or eliminate hor problem behaviours. Although 
these techniques included contingent electric shock, none r esulted 
in effective long-term change. 

Inthespringof 1986, Julie went home to visit with her family 
for a day and for a number of reasons they refused to send her back 
to the institution. The family was severely criticized by most of the 
professional community and were accused of, among other things, 
not acting in her best interests and of placing her and others in 
danger. For the past two years, various community agencies have 
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attempted to work with the family in an effort to give them the 
support they require and to change Juhe*s behaviour. 

The self-injury and aggression still occur, Julie continues to 
test those around her to the limits of their creativity and endurance 
to find the answer to her challenge, so far without significant 
success, except that she has been and is with her family and is at 
least in a small way accepted for being who she is. She is not "cured" 
and cannot be proven to be "better" behaviourally than when in the 
institutional system, but she is certainly no worse and now has a 
family along with a small circle of others committed to facing the 
challenges she presents. 

That is the point. Of coarse, it matters that she may hurt 
herself or others and of course we must act to prevent this, but if we 
accept her as our equal, she has the same entitlements as we do — 
to family and friends, to community life and acceptance. It is these 
things that are most important. It is up to us not so much to change 
Julie, Steve, Curtis, Bill or Shelly, but ourselves to ensure they have 
the choices and opportunities that we all take for granted. 
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Jill Leach 

"George, you have a visitor/' 
Silence. 

"George, do you feel well enough to get up for a bit?" 

The shape underneath the blanket kicked his legs and rolled 
over in response. We tiptoed away, smiling at what had just 
happened* I could have played this scene with my own son, 

"Fm really sorry about this. Hisflucameon fast and furious." 
Robin smiled apologetically at me as we went to the kitchen for 
coffee* 

The day was bright and the view of the mountains from the 
kitchen was almost overwhelming in its beauty. Wo spent tho 
afternoofi talking about Georf;e, b ;thed in the warmth of an early 
spring in Vancouver. 

At seventeen, (lOorge could be any teenager in this city. Tall 
and remarkably handsome, he chooses a "tnnuly appearance," 
Similar to my own teenaged son, George's hair is slightly spiked and 
he dresses in baggy pleated pants, hi-tops and baggy shirts or 
sweaters. To think of him as handicapped seems absurd; none of the 
labels fit 

Yet just two years ago, he was considered uneducablii. At 
fifteen he was still in diapc^rs, his parentshaving been told ho would 
never be toilet trained. Luckier than most people whoVe lived in in 
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stitutions, he has had the support of a family unafraid to intervene 
on his behalf. 

George spent his childhood in several institutions in Ontario 
before being transferred to British Columbia, His ftither had begun 
working near Vancouver and the family insisted George be close to 
them. Shortly after his admission to a B.C. institution, it was closed 
and George moved into the community. 

The first year in his new hov e was rough. When agitated, 
George was abusive to both himself and others by slapping, biting, 
or chewing on hands and arms. Even now his hands are scarred from 
this behaviour. Records at George's home log three hundred self- 
abusive incidents per day when he first moved there. 

George was non-communicative and uncooperative in the be- 
.;inning, trusting no one who worked at the house. His abusive 
behaviours were not the mindless acts of an uneducable child, but 
wild responses to his own neglect and suffering. Staff recall a time 
when, shortly after moving into the house, it became apparent that 
George was terrified of the plant sprayer Documentation shows 
that a plant sprayer filled with ice-water was commonly used for 
behaviour management in one of the institutions where George had 
lived. Wlienever George bit himself or anyone else he was sprayed 
in the face or mouth. The result was not that George stopped biting, 
but that he developed a hori or of plant sprayers and ice water. 

Unable to express himself verbally, George's outlet for his 
anger was expressed in abusive behaviours. Therefore, the aggres- 
sion displayed in the punitive actions to control those behaviours 
would only compound the problem. 

Further investigation shows that George's inappropriate ex- 
pression of anger and frustration was not only managed by squirt- 
ing ice water at him, but also by drugs and physical restraints. His 
mother recounts a time when, in one of the institutions in Ontario, 
George did not recognize the family during a visit. Upset by this, his 
parents discovered he had been severely drugged in an effort to 
control his abusive behaviour. Furious, George's father took him 
home to withdraw him from the drugs and immediately transferred 
him to another institution. 

Unfortunately, (George did not fare any hotter there. When 
the ice water treatment di'^ nothing to curtail George's biting and 
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slapping, physical restraints were used as well as an elaborate ritual 
of laying him face down and tying his legs and arms out in spead 
eagle fashion. 

By the time he moved into the home where he now resides, 
George was an emotional mess. Suffering from extreme mood 
swings as well as years of humiliating and negligent treatment, he 
was initially unresponsive to the community approach. 

However, with the tireless support of an individual staff' 
person, George began to learn to trust his new situation. Within a 
year, he was completely independent with toileting and remains so. 
In fact, this adolescent, once considered hopeless, who at fifteen was 
uneducated and diapered, is now in a one-to-one program in an 
integrated classroom and becoming adept at asserting his needs and 
making age-appropriate choices for his life. 

What happened to initiate such a striking turn in George's be- 
haviour? His parents had been told to expect nothing of him — oven 
At an early age, he had been condemned to a life devoid of chuliLMige 
and consistent daily human interaction. Participation in society 
was considered impossible due to his excessive and constant physi- 
cal abuse. 

As luck would have it, George found a person at his new home 
who was willing to see beyond his labels and to anticipate and act on 
his potential. With her no-nonsense manner and willingness to walk 
the extra mile for George, he began to trust that she would not hurt 
him, A bond developed between the two a. id, in an eff'ort to seek 
approval, George began to model his behaviour after hers. Parental 
participation and support rounded out this approach and supplied 
the reinforcement necessary for George to trust and accept this 
changing life-styh;. 

Intensive one-to-one life skills facilitation, patience and an 
unfailing positive approach afforded (ieorge the opportunity to 
relax and begin to develop the person we now see, 

"He's a stereotypical teenager," 

Robin speaks highly of the wonderful person George has 
become, *'He's so funny. He loves to joke around. Let's see," she con- 
tinues, '*he loves food, loud rock and roll — the louder the better — 
and cars. When he gets dressed up hfi's lean and mean' — ready 
to dance. Oh yes, he likes to sleep in on the weekends. Like every 
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teenager IVe evor known, he*s impossible on Saturday mornings!" 

The person who has evolved from the hostile, abusive young 
man of two years ago is happy. George is socially oriented, loves 
babies, school, and has learned to communicate well with signs and 
gestures. 

The pivotal point in this change in Georgo seems to originate 
with his understaraingof self-respect. Oncohe fully comprehended 
that the respect he felt from staff was permanent, he began to 
respond to the principles they taught him of self-direction, owner- 
ship and responsibility. 

Like anyone else his age, labelled handicapped or not, George 
was expected to behave appropriately. Consistent modelling on the 
partof staflf'and family not only reinforced forhim what appropriate 
behaviour involves but also indicated to him that he has the ability 
and opportunity to choose for himself. 

As Robin spoke of George's continued personal growth during 
the time she had worked in his house, I kept thinking how normal 
his life had become, George still has difficulty trusting that his 
requests will be acted on to his benefit and hesitates to approach 
others if he needs something. However, during the lasteight months 
he has become more consistent in his self-assertion, 

Wliilo continuing to recognize, develop and respect himself, 
George is also learning to turn that respect outward. His abusive 
approach to others is being replaced with an understanding that, 
while we all have bad days, there is no justification for taking anger 
out on those around him 

In less than three years, Georgo has developed the degree of 
self-control it takes most people an entire childhood to learn. He is 
proof positive that great things can be achieved by gentleness, 
patience and praise. Fifteen years of a punitive and negative ap- 
l>roach have not been entirely eradicated. However, Georf^e's i^oten- 
tial is only now becoming visible and hisfuture holdsgifts or promise 
far beyond any pr(jvious imagining. 

**Some days 1 fully expect to see (xoorge cruising down tlu* 
street on a skateboard, wearing treruiy shades, smiling at his accom- 
plishment. It*s hard to believe that l(»ss than two years ago he 
couldn't ev(!n go to the bathroom by himseltV 

Robin looks at a picture of George on the living room wall, 
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then stares out into the brightness of the afternoon, lost in her own 
thoughts of what George's future might hold. 
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My Sister Kelly 

Mary E. Collins 

The difference between two people's lives can be as extreme as life 
and death. This is a true yet horrendous story of a life seen through 
the eyes of another. It is about sisterly love, devotion, trust and 
dedication, and is written to honour my sister Kelly and her nuclear 
family. Hopefully, it will serve to ensure a better quality of life not 
only for my sister but for all people who require very special needs. 

This story is about Kelly who, for the last two decades, has 
lived a struggling existence within the walls of an institution. As a 
young girl, Kelly was diagnosed and labelled "mentally retarded" 
with severe behaviou-jl difficulties. She currently lives in the 
Southwestern Regional Centre in Cedar Springs, Ontario. She is 
placed in the behavioural modification unit where various forms of 
controversial and inhumane treatments have been used with little 
or no success. She has been receiving these controversial treatments 
for the past twelve years. 

The following ai e niy recollections and feelings throughout 
the twenty-eight years of Kelly's life. My first memory of Kelly 
affecting my life was when she was about seven years old. My 
parents had taken me with them to the place where Kelly had been 
sent to make her well again. I was told by my parents that Kelly was 
very ill and had to go to a hospital (Palmerston) where she would 
receive the care needed to enable her to come home again. Driving 
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up to the hospital, I was amaztid at how big and imposing it was. 

My parents asked me to wait out in the car and they would 
bring Kelly out to see me, I was disappointed about not being able 
to see where Kelly had been living, her room, the people she lived 
with. My disappointment grew further when my parents returned 
to the car without Kelly. I demanded to know why she wasn't coming 
home. I knew then that something was very wrong, I was full of 
questions and sadness. My parents gave me no answers, nor any 
hope of knowing what to expect. 

As I grew older, I soon realized that Kelly would notbe coming 
home for quite some time. She was allowed to visit with her family 
for traditional holidays only. She would always then return to the 
hospital. I can recall always volunteering to go for the ride to pick 
her up, always being so excited that Kelly was coming home for a 
while* At times, the visits were very intense. 

After the novelty wore off, Kelly's aversive behaviour would 
surface, self-abuse and tantrumming. She was getting steadily 
worse, as was our family's frustration, V'e were finding it difTicult 
to cope. My distressed mother wanted more to be done for her. She 
looked to medication to help Kelly's constant lashing out. 

At this point, Kelly became malnourished due to lack of 
adequate care. She plunged into deep depression because of drugs 
that made even her own mother unrecognizable to her. Furious at 
the state Kelly was in, my mother had my sister rushed to the 
Children's Psychiatric Research Institute in London until she had 
regained her health. My mother then decided to bring Kelly back 
home until some alternative treatment could be found. 

It was at this point that Kelly, perhaps sensing her family's 
despair, became extremely aggressive towards those around her. 
The bouts of head banging, self-biting and throwing objects became 
common. My mother felt torn and helpless when she realized she 
was not able to reach her tormented daughter. She was determined 
to look for an appropriate place, better suited to cope with Kelly's 
fits. 

It was like living with a time bomb, Kelly had to be monitored 
constantly. One minute she would be happy and smiling;, the next, 
banging her head violently against a wall. My mother had no choice: 
the only alternative left was institutional life. 
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Application was made to admit Kelly into the Southwestern 
Regional Centre (S.W.R.C.). She was immediately placed on a ward 
with several other children. The ward was full of strangers, loud 
noises and confusion, a highly inappropriate setting for her to be in. 
This affected her behaviour, which the staff tried to control with 
various drugs. Soon her body built up an immunity to them so that 
they had little or no effect 

My visits to see Kelly at S.W.R.C. had become a regular part 
of my life. I became very used to seeing Kelly with others like herself 
in an institutional environment, living in a world foreign to me, 

I cared for Kelly very much and wanted badly to be a part of 
her life. I sensed her loneliness, with her cries of pleading to come 
home again. I tried desperately to help her with her pain and wanted 
only to see her happy. I enjoyed doing things with and for Kelly. On 
home visits, all my time was spent with her. Being an extremely 
active child, I often took Kelly with me on many long walks, bike 
rides and trips to the parks, 

Kelly loved to go with me everywhere. We grew very close. We 
were very special to each other. She knew how much I loved her. It 
felt good for me to make her feel happy. If I was not with my mother 
for a visit, Kelly would ask her several times why I was not there. 
She learned to expect me for every visit. It was not difficult for me 
to live up to that expectation. 

At times, because of my mother's and my having little faith in 
the institutional system, we would arrive unannounced. We would 
sometimes find Kelly heavily drugged and in restraints, often 
having badly beaten herself It was tormenting to see her in these 
conditions. We felt helpless. 

Kelly, on her good days, was very much a pleasure to be 
around. She would be so happy, laughing and cnjoyii g the small 
things in life. During these happy days, it was difficult to see that 
an angry unhappy child existed in her. 

After a few years of living in S.W.R.C. and coming home for 
regular visits, Kelly's bad days were becoming more intense. She 
posed a high risk both to herself and her family, for whom it war5 
increasingly difficult to deal with the sorts of problems she created. 
She was a very demanding child and her needs were much greater 
than our family was able to meet. We tried to mcike her understand 
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that she must have some sort of self-control; that her self-inflicted 
pain was also causing pain for the people who loved her dearly. She 
would always be apologetic for the pain she would cause. 

Unfortunately, soon the visits were too intense for everyone 
involved to deal with. They would result in ambulance rides or staff 
intervention, each time leaving her family in an emotional turmoil 
As theyears passed, Kelly's aversive behaviour began to take its toll. 
Her physical appearance was rapidly deteriorati ng. She had pushed 
out her front teeth with her tongue, and her body scars, as well as 
her mental scars, were deepening. She was well on her way to self- 
destruction. 

My mother knew something had to change in Kelly's life. She 
met with several professionals at S.W.R.C, It was agreed that Kelly 
needed to be put in some kind of behavioural program. She was to 
be transferred to the Behaviour Modification (B-Mod) unit on a 
temporary basis. We attended an introductory meeting that out- 
lined the types of aversive therapy/techniques currently being used. 

These techniques involved time out, contingent exorcises, 
shock therapy (cattle prod), manual restraint, bed restraints that 
sometimes inflict pain, lemon squirts in the face. I was immediately 
opposed to ^hese "treatments/* especially the shock therapy. I did 
not feel or see how these treatments that sometimes inflicted pain 
could help Kelly lead a pain-f?'ee existence. I pleaded with my 
mother not to consent but, after several hours of discussion with rne, 
I came to the unsettled conclusion that there were no alternatives. 
After all, these people were professionals who would do their 
absolute best to help and care for Kelly. 

In 1975, when Kelly was around sixteen years old, she was 
transferred to the B-Mod unit where she would stay utilil her 
"unsocial" behaviour showed some type of decrease. She was placed 
with others who exhibited similar problems. Treatment was in full 
swing, along with new experimental drugs. However, the onsets 
were becoming more regular and with deeper intensity. Kelly was 
still unable to exhibit self control. 

Kelly was extremely strong, physically and mentally. She 
was not ready to let these people control her, and rebellion was her 
ally. She was becoming increasingly angry and confused. She just 
wanted to go home. This place did not make her feel safe. Above all, 
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shewaslosingall control. She was bocomingcompletelydisoriented, 
which I felt was due to the various types of drugs used. The main 
treatmentbeingusedatthis time was restraining. Kelly always had 
her hand^ tied, usually behind her back. She was soon used to being 
tied and would often ask for this treatment to be done. She was 
confined to bed in four-point restraints. Her sleeping patterns were 
irregular. So again, drugs were used to help her sleep. 

She was spending weeks, sometimes months in bed re- 
straints. With her incredible strength, she was able to wrench 
herself out of these restraints. Physically she was suffering. She 
developed many bed sores. Her head was balding in areas from 
continuous rubbing. Her eyes as well as her body (possibly drug 
induced) began to tremor constantly. Cataracts developed in both 
eyes, and hor vision diminished. She consistently abused her eyes, 
which only increased her anger and confusion. 

My mother was unhappy with the care Kelly was receiving at 
B-Mod. She was suffering again from malnutrition. Her unhealthy 
environmentwasnothelpingher. My mother decided to bring Kelly 
home again, we slowly began to nurse her back to health. One of us 
was with her at all times. Kelly at this time, was uncontrollable and 
we were forced to use bed restraints. Other than this, we did not try 
to control her behaviour. We were just glad to have her home where 
we could tend to her personal needs and make her feel safe. We did 
manage to build her health back up to a point, but it was very 
difPicult for us; the strain was beginning to show. 

We could not reach Kelly again. She had to be sent back to 
S.W.R.C. V/e had not lost all hope but we were at our wits' end. 
Where were the answers? It had been almost a year and she was still 
in restraints. Again she was beginning to weaken and deteriorate. 
I felt Kelly's pain. I could see what she was going through. I felt so 
scared for her. She needed me so badly now nnd I felt so helpless. 

She was losing her fight. She was too tired to struggle 
anymore. Kelly fell very ill due to an infection she developed on her 
tail bone from constant restraints. It wa.s quite serious. She was 
admitted to the infirmary at S.W.R.C. Her condition worsened and 
my mother had her rushed to the ch -Idren's hospital in London. My 
mother and I were constantly at her bedside. We were never so 
scared and worried about Kelly's welfare. Once again we seemed to 
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have bit another dead end. 

Kelly thoroughly enjoyed her time at the children's hospital 
The old Kelly began to surface in tho lovingand caringenvironment 
brought about by the medical staff. After spending several months 
there, she began to progress for the first time in years. Kelly was a 
lot healthier and was now able to get out of the bed restraints. She 
was soon ready to rc urn to 3-Mod. 

What did the future hold for Kelly? Enough errors had been 
made. It was time to choose a more effective route. At the most 
severe point in Kelly's behavioural history, it was recommended 
that she have neurosurgery or electrode implantation. My mother 
vehemently opposed these extreme measures. It was very possible 
that this would leave Kelly as a vegetable for the rest of her life. My 
mother was not going to risk losing the joyful personality Kelly did 
show during her happier days. Instead of this serious operation, my 
mother decided that she would put a stop to all administered drugs 
and consented only to the behavioural treatments. There were no 
other answers. 

The shock therapy started immediately, but this time it ap- 
peared to be more effective, Kel ly began to maintain a sort of routine 
and a willingness to work with the staff. It was during this time that 
Kelly lost sight in her left eye and retained only partial vision in her 
right; it became impossible to remove the cataracts because of severe 
muscle damage. It seemed that Kelly's losingher sightdid nothave 
a strong effect on her. She accepted this easily, her aggression and 
anger had somewhat diminished. In some ways, my mother and I 
took this as a blessing. We were not pleased, of course, with this 
newest development, but it seemed to bring Kelly some inner peace. 

Since this time (1981), Kelly has not gone through such 
drastic deterioration as that recorded in 1979-1981. Progress in 
certain areas began slowly hut .steadily. Kelly attended workshops 
on a daily basis, along with .^w^nming classes, .she started to 
produce crafts and received ;(r( ".ure in her new accomplish- 

ments. At long last, she was a v environment rather than 

a pawn in it. 

During that transition period in Kelly's life, she had very 
limited home visits. It was not advisable to allow more as she had to 
earn them through good behaviour. So, most family visits occurred 
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at S.W.R.C. When homo visits wore approved, a staff mcnihor had 
to escort her, the visits were kept very short and she was tlien 
escorted back. 

Around this time, I had niov( d to western Canada, I was re- 
turning to spend Christmas with niy family after a two-year 
absence. Over the two years, 1 liad corresponded N 'ith Kelly via 
letters and phone calls. I had been informed by my family of her 
recent developments. Kelly was stili doing extremely well. Every- 
thing pointed to positive progress with little cliance that she would 
return to her earlier destructive state. Tliis Christmas was going to 
be very special for our family as Kel ly was al so granted a home visit, 
one long overdue. 

Shortly before my arrival home, I found myself si iglitly appro- 
hen.sive about seeing Kelly again. Seconds after n'y entrance, I felt 
instant dread. It was obvious from the faces of my family that they 
had had a long and tiring night. I ran upstairs and found Kelly in 
a very disturbed state. She had split her head open wide and the rest 
of her was severely beaten up. As soon as she realized I was there, 
itcausedhertohaveanotlier fit. I yelled for someone to call S,VV.K.C. 
Staff arrived within the hour and again Kelly was leaving home. I 
felt so hurt and disappointed to have come such a long way with such 
high expectations. Again, her Wiv. seemed full of despair. 

It was then decided by the family that Kelly was no longer 
going to come home unsupervised. She n(!eded hov controlled envi- 
ronment. Being home only caused frustration. Sh(j knew that once 
the holiday seasoi; was over she would he returning to B-Mod. I 
think this made Kcjlly even more angry at herself and her life at tlie 
institution. It was so difficult for Kelly to express her feelings. We 
could only guess at what was always so wrong for h(»r. 

I returned to western Ca.iada hoping to get on witli my life but 
it was difficult for me to maintain a happy life away from Kelly. Ke- 
spon.sibility weighed heavily on me, and an inner guilt for not trying 
to do more for her. I had always been dissatisfied witli her environ- 
ment and wary of the staff and the various treatments she was still 
receiving (especially shock therapy). 

Itwas becoming obvious to m(^ that after several yoars of these 
aversive treatments, she had become stagnant. She liad gone as far 
as she could in these surroundings. With Kelly biiing exceptionally 
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bright despite her handicap, I felt she had been deprived of her full 
potential; I had wanted so much mon; for her. 

Convinced I was unable to do anythi n^', I remained in w(»stern 
Canada for the next couple of years. Slowly, I realized I could not 
have a future for myself until I at least tried to change Kelly s 
painful existence. I was much more mature and ready to put some 
satisfaction into Kelly's life before carryinf^ on with mine. 

In May of 1986, 1 returned home with stronghopes for Kelly s 
future. After a few months of settling in, I concentrated on what 
changes I could make, ! made an appointment to see the director of 
the B-Mod Unit. I discussed with him that I wished for Kelly to 
progress in areas that were crucial to her future. His feelings at th(» 
time were that Kelly was doing extn^mely well when compareid with 
her worst period (1979-1982), No lon^;er on nKidication, eonstantly 
in bed restraints and merely exi'^ting, her life* was much better now. 
She was contributing to her environment and this was good enough, 

I was not satisfied with his perspective. It had been over Vwi) 
years since her bad period. She had developed in such small areas 
compared with Vthat I knew shei was capable of. It was apparent to 
me if I wanted any kind ofchaiiges for Kelly I would have to seek out 
other sources. Unfortunately, the institution failed to show me any 
hope for Kelly's future, I would often ask myself if 1 was lookingfor 
an answer Td never find? My family tried to help m(^ ac pt the 
realiti(is of Kelly's future. My moth(^r understood how important it 
was for me to sort out my f(ielings for Kelly, She felt, however, that 
I had my own future to consider. 

But I was very av/are of my strong ftuilings to setth^ Kelly 
somewhere, I had to come to t(Tms with her strong (effect on my life, 
1 explained to my mother that Kelly's future was very much a part 
of my futnni, I couldn't hi go of ni> strong he^liefs that sonu»thing 
better was necessary to pn^vent Kelly from destroying h(TS(^lf 
within the walls of thej institution. I could not accept her destiny to 
be self de.struction. It was not hopc^less. 

I knew the! p(irson K(?lly really was, I had nuicheul luTund sh(^ 
let meknow the real pc^rson she was capable of being. She adorcul me 
for making her happy, I nuule what I could of fun* life? fun. H(m^ 
b(?havi()ur did not stop nu^ from setMtig the w/a] person. 1 always felt 
very privileged to know I touch(;d Kelly's lif(i as no ouc else was able 
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to do. All my life, she has asked mo to take her home. She was never 
satisfied with my replies and somehow believed I could find the 
answers she could not find herself. I believed this too. Somehow, I 
was going to change her life and we both knew it. 

My mother often shared with me her experiences and those 
repetitive feelings of pain and anguish. For so loiig she had tried to 
change Kelly's life, but she was unable to perform miracles. She 
despised the terrible burden thatlifehad placed upon her shoulders. 
How was one woman to cope with watching someone she loved so 
deeply try to destroy herself. Although she felt helpless, she never 
gave u} hope for Kelly, Instead, she started to give up on herself. She 
became very nervous. Her sleeping and eating patterns were 
irregular. The ongoing stress was turning her into an irrational 
mess. My mother never had any support from anyone through all 
these times. She had no one to share the burden with. Kar^y on, my 
father had developed an alcohol problem, and under stress he would 
often turn to the bottl(\ He refused to deal with her problems. 
Instead, he referred to my mother as incompetent. He ofTered little 
or no support. His drinking got .steadily wor.se until eventually he 
left us and the province. My mother was left alone with the 
responsibility of five daughters (one of whom is Kelly). My mother 
crumbled under such harsh burdens. She had to leave her children 
and receive psychiatric treatment. Her depression deepened and 
caused a nervous breakdown. 

She was hospitalized for the next eight months. We were 
refused visiting rights since she did not want her children to see her 
as she was. My sisters arui I wnire left to deril with \\t\) on our own. 
It was so unexpected for us and we didn*t understand her illness. We 
needed her. We were so scared she wasn't coming back to us. My 
mother eventually got better and was able to come home. She was 
no longer the same person, but slowly she began to pull our family 
back together and we learned to grow with hei d adjusted to her 
changes. I could feel my mother's despair and saw her uni . 'ppines.s. 
I wanted to see her happy again. So I began to help carry her 
burdens and taught her to lean on me. I was always there for lier, 
and helped whenever possible. She grew to admire my strengti..s 
and these gave her the nejeded str(»rigth to carry on. 

The older I became, the nion^ I understood my mother's stress. 
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I placed few demands on her. Instead, she was able to place demands 
on me. I somehow was able to put my needs as a child aside. My 
family's needs were much greater. I desperately wanted to keep my 
family together. Many sacrifices were made, Vd often miss school to 
deal with the crisis at home. 

When I reached the point in my life at which I realized that 
my personal growth was bound to K(^lly's happiness, I was deter- 
mined to fi nd alternatives. My mother did not want me to go through 
the disap! jirtments she had suffered, but she accepted my plans at 
least to try fo find the answers that were so long overdue. Our family 
had suffered enough and she would support anything that made 
Kelly's life easier to endure. She, of course, wanted only what was 
best for her daughters. 

With all I had learned, I realized the professionals had not 
done all that could he done for Kelly. I was able to see the mistakes 
that had been made and were still being made and that resulted in 
Kelly's being where she was. I had never been more certain of my 
feelings about the treatments used. 

I understood Kelly's anger and pain and did not blame her for 
her aggressive behaviour. Everyone in her life concentrated on her 
behaviour, always dealing with the behaviour. They never saw her 
as a person. She was always forced to take medication, forced to 
receive treatments, force(i to live where was was not loved, nor 
properly cared for, forced to eat and sleep. Force ruled her life and 
it was all around her. Had anyone asked her what she wanted or how 
she felt? I don't believe anyone ev(^r stoppfui to look at KvMy for th(» 
person sh(» was, or what her capabilities might hv.. Her needs wo.rv. 
ignonjd. She was treated more lik(^ an animal than a person. When 
she would become upset peoph^ would rush at hc^r, hold her, tie her 
down. Then came the catth^ prod or s(|uirting lic^nd in Ikm* face. Tliis 
approach was temporarily effective in stopping her, but it did 
intensify the subsecjuent abuse. To KcHly, the world was a big 
abusive places. Her s(^curity b(^cam(; pain. All othc^r fecOings didn't 
exist, so what reasons did she hav(^ to changes? How could she; ev(M' 
have much hope for anything but mon^ pain? When^ wa:; h(ir joy or 
self respect? Where did slic get h(^r dignity and comfort? She had 
only b(5en nc^glected and reject-(Ml. All \w.r life, slie had becMi told sh(? 
was a bad girl and niad(^ to fe(H it was wrong to inflict pain on hersc^lf 
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My feeding was that sho inflictod pain on herself bocauso it 
was the only control she had over her life. Everything else was 
controlled for her. Her behaviour allowed her to receive the atten- 
tion and care she so desperately needed. It wasn't the type of love 
and understanding that each individual needs for a happy life, but 
it was still getting her the attention, negative as it was. She was well 
aware of what was expected of her, so sh(? would speak witli abuse, 
it was the only time she was heard. Often during niy visits to Kelly^s 
ward Td find her sitting alone. 1 very rarely witnessed any personal 
attention being given to her. It seemed the staff just watched and 
waited for inappropriate bcfhaviour before they took notice of any 
one. Kelly was surrounded by others who like herself had behav- 
ioural problems. If another member of her ward was having an 
onset, causing noise and confusion, this would cause Kelly great 
concert!. She in turn would strike out at herself and receive 
punishment for her own aggresssive behaviour, I had never wit^ 
nessed a staff member attempting to redirect Kelly's aggression. 
Kelly wasforced to watch the other person's pain and anger and was 
not supposed to let it affect her. I never understood why the stafT 
were not capable of realizing how the behaviour originated and 
taking the necessary steps to help her correct it. Isn't each behav- 
iour different? Shouldn't each behaviour be treated and cared for 
differently? Kelly hasn't been taught how to rechannel her frustra- 
tion and anger into positive action and understanding. She's only 
been taught to know treatments that simply cause her more pain. 

It was always difficult for n\v. to see the mixed-up world she 
was forced to live in since I could understand her needs, I resented 
the way she was treated and after each visit it became more and 
more difficult for me to walk away and have to leave? her behind, I 
always left with feelings of emptiness. Kelly didn't make it any 
easier. She always stalled my departure, I'd have to reassure her 
several times that yes, I would be back, Sh(^'d repeat during each 
visit: "I no come back! I want to come home, I no go back. I be a good 
girl!" I have heard these words from Kelly a million times. I didn't 
know how to tell her I didn't know the answers and there was 
nothing I could do. She obviously did not beli(we my doubts, Sho 
would not give up on me. She needed me to help lier. She pushed and 
I pulled, I didn't want to walk away any more, I ho'dvd Kelly's words. 
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I listened when no one else did. She didn't have to fight or show 
negative behaviours to receive attention from me, I always gave her 
my time and offered that little bit of myself with as much under- 
standing as I had. I realized Kelly was very difficult to work with 
because of her behaviour. There was a lot to deal with if you tried to 
deal with all ofher problems at once. You had to deal with each part 
of her separately, one thing at a time. She needed constant one-on- 
one, lots of individual attention. Only then could any improvements 
in behaviour be achieved, 

I could be wrong about my theories, but 1 am willing to try my 
absolute best to make Kelly's world a better ))laoe for her to live in, 
I have come a long way with new hopes and plans that Kelly can 
have a settled life in a community and take an active part in the 
decisions that affect her well-being. 

My devotion to her li'^e has led me to find alternatives to her 
institutional life. My dreams are now realities. Doors have been 
opened for a positive future, I thank God for giving me the strength 
and determination to fight for what I believed in, Kelly is still 
currently living at S,W,R,C,, but with the support of the Strathroy 
Association for Community Living and the professionals, Kelly is 
going to gain the chance and freedom to put her institutional life 
behind her. In a short time from new, 1 am going to have the chance 
to walk o at of that institution with my sister by my side, with strong 
hopes of never going back. Our hardest struggle is over. We can see 
beyond our dreams of tomorrow. 



5. 

The Efficacy of 
Behaviour Modification Techniques 
for Persons Labelled Mentally Handicapped 

Bill Downer 

In our culture, the incongruities between what wo say and what we 
do ar(? often too obvious to ignore. Within the system of services 
currently available to those peopk; labelled mentally handicapped 
or developmentally disabled, this incongruence is particularly 
apparent 

The most frequently articulated values sought withiii our 
service system include: choice, self-determination, community inte- 
gration and membership, equality, citizenship, personalization, 
personal support, real jobs, real homes, real friends, etc. These are 
just a few of the phrases or terms regularly incorporated in agency 
goal statements, individual service planning systems, or discus- 
sions of professional philosophy. Although such values certainly 
appear to he both sensitive to and supportive of disabled individuals, 
the reality seem s to be that many professionals have little if any real 
idea of what they mean. By convention, these values are covertly 
ignored on the level of the individual, even to the extent that what 
are claimed to be support activities actually incorporate forms and 
degi .^es of personal abuse that would not be tolerated in any other 
sector of our society. 

The dichotomy between vakies and actions in this arena is 
often concealed, particularly when professionals justify customs 
that restrict opportunities for personal empowerment with *'profos- 
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sionalized" rhetoric. Professional jargon often serves to screen many 
ignoble conventions from the public eye, and at the same time helps 
to marginalize and separate the victims of such conventions from 
society at large. It has also led to the view that these types of 
practices are only tolerated by tlie powers that be because the 
professional is seen to possess an expertise that is superior to normal 
perceptions of human value and worth. 

It is still not readily apparent to all those who have a vested 
interest in stabilizing rehabilitation that it is absurd to foster two 
disparate and wholly inconsistent systems of ideology that cur- 
rently enshroud people who have a mental handicap. One of those 
is the ideology of integration or membership in the community that 
seeks to enhance a person's autonomy. On the other hand, there is 
behaviour modification, normally considered a reactive measure 
that increases the degree to which an individual is forced to be 
CO iipliant to external controls. 

That encouraging adaptive rather than maladaptive behn^ 
iour is a fundamental obligation of the service worker's role cai.iiot 
of course be questioned. Even the occasional reluctant use of 
restrictive measures may also be justifiable in limited circum- 
stances. What can be queried, however, is the widespread, indis- 
criminate and almost religious prominence of "control technolo-.y" 
within any human service field. 

This lack of philosophical coherence is a factor that has 
allowed such widespread application of control technology. But 
perhaps the single issue that has restricted the ability of the 
majority of service providers to align thcMnselves in a meanin[^u' 
way with the emerging philosophies of self advocate control has 
been simple over-reliance on behavioural therapy practices Thr 
non-availability of pri*ctical alternatives and the supremacy of the 
professional behaviour therapist as the only "legitimiz(Kl'' authority 
on the management or control of the behavioural characteristics of 
disabled people may well have led t o a conflict in the minds of many 
service workers between what is ideal (community participation) 
and what is "practical" (behavioural control). 

In earlier centuries, people with a handicap more easily lived 
within the^ir own communities witliout being subject to intrusive 
and controlling measures, such as "service-continuums," pre-requi- 
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site skill acquisition, differential reinforcement of other behaviour 
(DRO), or 'lemon juice treatment" Before the cultural transition 
from the age of faith to the age of Enlightenment and scientific 
values, religiously based moral commitment to the person who was 
disabled was regarded as a sign of truehumanity. Consequently, the 
person with a handicap lived in little more fear of censure than any 
other citizen. 

In contrast, many current observerssupport a view that fully 
recognizes the political underpinnings of the large-scale control 
compliance ethic, which exerts so great an influence in social 
services todayJ Because the service economy is run like a business 
and primarily concerned with a production-consumption equation, 
its interests are more fruitfully served by expansion rather than 
attrition. 

According to this line ofanalysis, doctors in behavioural modi- 
fication are by definition, and by the deference afforded to them, an 
essential component of the dominant professional hierarchy. As 
such, they are hardly likely to countenance the introduction of 
competing models of therapy even if they were to be accepted by the 
rehabilitation fraternity and used on a wide scale. Their interests, 
as those of other professionals in the service economy, are normally 
bestmet by retaining the authority to identify others' "needs." It is 
this license to define a person as a client, coupled with the moral 
authority to advise and pr( scribe to the alleged need, that charac- 
terizes the professional. This authority in many instances is sup- 
ported by the legislators (another dominant professional agency) 
and often not considered to be useful so much as obligatory. The 
result is that the individual with a handicap experiences a world of 
behavioural controls much more extensive than an ordinary life in 
the community. 

Atthe Moment, it is not difficult to argue that, from the point 
of view of the consumer, rehabilitation has more disabling than 
enabling characteristics. Yet, it does not need to remain so if we can 
learn to appreciate the value of each individual as a person. 

John was fifty-four years old when we met. H(j had recently 
been referred by a local ag(?ncy to an institutional setting for a wide 
riirvH) of behavioural difficultios. Despite iho fact that he was 
subjected to a rigorous behavioural regime for an extended period. 
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his behavioural profile became increasingly complex. John's diffi- 
cult behaviours included: non-cor pliance, avoidance, physical ag- 
gression, sexually aberrant behaviour, unsanitary habits, negative 
attention seeking, verbal aggression, untimely ^ itines and obses- 
sive-compulsion, All of John's behaviours deemed maladaptive were 
targeted for behavioural therapy and a variety of contingencies 
were incorporated, including token economy , differential reinforce- 
ment of other behaviours, extinction, choice of "reinforcers," earned 
outings. Varying degrees of success were noted at different points in 
time. However, a significant increase in all behaviours occurred 
once the decision was made to confine John to his residence, John's 
behaviour then became unpredictable even when he was engaging 
in activities that he wasknown to enjoy. When he eventually moved 
to our community his target behaviours were recorded at their 
highest levels. 

Support arrangements in his new community simply in- 
cluded the identification of two persons who made a commitment to 
develop a personal relationship with John in his new home, and the 
eradication of all previous behaviour programs. His behaviours 
were recorded for the following three months. 

Within two weeks of his relocation, John's behavioural profile 
was in no way different from that of other individuals (disabled and 
non-disabled) with whom he lived and worked. His personality was 
engaging rather than aggressive and his sense of humour was very 
much appreciated by his friends. John is now a productive worker 
whose contribution is valued by his colleagues at work. He is 
scheduled to earn the same salary as the non-^disabled workers at 
the worksite. 

Solutions or alternatives to the restrictive measures often 
employed \\ \th behavioural analysis tend to appear simpl Istic to the 
point ofbeing considered unrealistic. As with John, however, trans- 
ferring choice and a sense of personal power to the individual, along 
with systematic and trustingguidanct; in how to utilize it, can often 
produce i)owerfiil and relatively immediate personal benefits to the 
individual. 

Behaviour Therapy and Social Control 

Fortunately, the previous f(nv years have fostered the advent of new 
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and more pragmatic service philosophios and methodologies, A 
number of factors will surely contribute to a fuller grasp of how 
classical behaviouralism can isolate people from their social poten- 
tial by establishing artificial prerequisites to social participation. 
These factors include eco-behavioural analysis, which views the 
service provider and support worker as integral parts of the dy- 
namic social system in which the consumer finds him or herself. 
Another factor that is leading to a re-evaluation of classical behav- 
iouralism is the presence of a significant minority of behavioural 
practitioners who are questioning both behavioural ethics and the 
long-term benefits to the individual afforded by traditional behav- 
ioural therapy approaches. 

Although many people now feel thatthe formation of trusting 
and respectful relationships provides the only valid basis for an ef- 
fective long-term habilitative approach, an overwhelming amount 
of behavioural research has until quite recently appeared to coiitra- 
dict this assumption. While not wishing to question the essential 
validity of this material, it does appear that much of the behavioural 
research available to date is questionable when applied within a 
social context. Reliance upon it m ay also help to maintain a cognitive 
distance on the part of direct service providers so that they want lo 
do things to p( pie rather than with them. 

Similarly, classical behaviouralist responses to ^'atypical" be- 
haviours by the professional almost universally involve the imme- 
diate establishment of a relationship in which the person with a 
mental handicap is held aloof by the caregiver Often, the person is 
displaced from our favour simply because they seek recognition. 
That "atten io!) seeking" can so consistently be considered an 
unacceptable behaviour is somewhat baffling »vhen we consider 
how important meaningful relationships are to all human beings 
and the few opportunities that persons with handicaps have to 
pursue this goal There seems to be a pervasive assumption that 
people with disabilities experience a (lualitatively unique experi- 
ence of the world and of their own oppression, 

Gur society often assumes that professional "caregivers*' are 
patient, humane and kind people with a great deal ofunderstanding 
and support to offer. This, of course, is true in some cases. Hut if it 
were realized that our single most widely used technology is by 
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definition a dehumanizingone, impressions such as these would not 
be so commonplace. Com muni ty advocates would perhaps emerge to 
challenge the ethical nature of these efforts. This, no doubt, would 
be warmly appreciated by many of the disadvantaged people op- 
pressed through the misuse of behaviour modification. 

Contin^^ent Electric Shock and Other Aversive 
Stimulation Procedures 

Forms of aversive treatment mentioned in mosf standards reports 
include squirts of lemon juice in the mouth, water mist spray in the 
face, contingent or forced exercise, forced inhalation of aromatic 
ammonia and electric shock. These procedures are, according to 
their proponents, designed to be used in situations where high-risk 
behaviour is exhibited. 

In the author's view, such behaviour indicates serious per- 
sonal and emotional disturbances. How placing these people in 
special units and shocking them will get to the root of their problem 
and generate social competence and the ability to develop trusting 
human relationships is not at all clear. 

And in fact a review of published standards on this type of 
intervention would find few if any clear justifications for "treating" 
people with such disregard for their personal dignity. While each 
standard or set of standards is normally accompanied by a section 
entitled "ra^'Dnale and support," on the whole, there are few sound 
rationales for '^treatments" that inflict pain or personal discomfort, 
regardless of whether the individual has impaired intellectual func- 
tioning. 

If no truly ethical view of humanity can justify such a blatant 
and systematic disregard for the psyches and disadvantaged posi- 
tion of disabled minorities in our culture, the principle of **normali- 
zation'' is often used to justify the continueu perpetration of these 
practices. Pnradoxically, norrnalizafion is most commonly defined 
as "utilization of means which are as culturally normative as 
possible, in order to elicit jind/or maintain behaviours and appear- 
ances which are as culturally normative as possible."'^ 

The effectiveness^ of a particular procedure is often oited by 
behaviour therapists as a primary rationale for its er iployment, and 
it cannot be disputed that many behaviour techniques have becMi 
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demonstrated to be highly effectivo in weakening targeted behav- 
iours. It may also be submitted, however, that the most significant 
social benefits of behavioural approaches can be gained from non- 
aversive techniques when they are employed to strengthen more 
desirable behaviours while teaching functional skills or tasks. 
Evidence of how little the latter strategies have been explored is 
found in the Ontarij behavioural standards report, which contains 
fifty-eight pages of information related to weakening undesirable 
behaviours as compared to only five devoted to strengthening Tiore 
acceptable ones.'^ 

Humanitarianism — an Ethic 

The functional use of aversive intervention is based both on its 
degree of intrusiveness and on its "effectiveness" in forcing the 
challenging person to comply with the therapist's demands to 
"behave." Many studies, however, have suggested that the quality 
of rapport between the thoiapistand the recipient of the therapy is 
much more important ev( n than the intervention technique itself 
Personal interaction with persons receiving the aversive stimula- 
tion was not mentioned a singie time in the Ontario government's 
standards document. 

In the non-segregated world, personal relations and the 
creation of a win- win climate is now considered to be a more effective 
negotiating strategy than any form of authoritarianism. On all 
levels of communication, from interpersonal interaction through 
corporate relations and even international diplomacy, cooperation 
has been recognized as the single strategy most likely to produce 
mutually beneficial results. If this win-win model for smoothing 
interpersonal relations was to be mo^e broadly applied in the field 
of mental handicaps, it is questionable whether anyone truly in a 
position to give info -med consent would acquiesce to the type of 
aversive treatmert techniques employedby the behaviour modifica- 
tion proponents. In fact, if the opportunity were to be presented in 
a sensitive and cooperative manner, many people with handicaps 
could probably assi.st in the formation of more acceptable alterna- 
tives. 

Unfortunately the behaviour mf>dification model rarely if 
ever allows consideration of questions regarding the origin of the 
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targeted behaviour On the simplest level, questions about why the 
behaviour occurs may not in most cases be difficult to answer. It can 
be argued that all behaviour is to one degree or another aggressive 
in nature, i.e., it is designed to achieve something, If we could spend 
some time with a person attempting to determine what it is that he 
or she is attempting to communicate through a particular action, 
then perhaps we would also be in a position to negotiate a mutually 
satisfactory solution. 

Brutalization 

If "weakening" social behaviours through methods such as squirt- 
ing lemon juice in a person's face is morally questionable, how then 
does our culture sanction the use of electric shock and oth er aversive 
treatments? More importantly perhaps, how can it be that well- 
educated people who arc; neither sadistic nor deviant actively 
participate in such acts, and in what manner do these people 
manage to justify their actions both to themselves and others? 

The simple answer to the first question is that society in this 
respect has fallen victim to the "white coat" syndrome, In other 
words, ordinary citizens seldom question the actions of profession- 
als unless these actions have a direct impact on them, Stanley 
Milgram demonstrated convincingly th at people unlikely to be cruel 
during the course of their everyday existence will administer pain 
if told to do so by someone in authority.*'* His study involving average 
Americans has since been replicated in many other countries. He 
showed th at sixty-five percentofpersons asked to "inflict" what they 
were told were dangerous levels of electric shock to "victims" acting 
as though they were in pain did so. The instructors were wearing 
white coats but in real life were not professional people at all. 
Neither ^id they offer rational explanations f o • the form of treat- 
ment the victims received. 

How much more difTicvilt is it for members of our society, even 
if they are aware of some of the insensitive and inhumane "treat- 
ments" perpetrated in our institutions, to question the authenticity 
of these treatments? If we are told that in Chile or some fifty other 
countries in the world electric shock is used to stifle political 
resistance, and that victims of this torture have been shocked in 
sensitive parts of their body, we would, of course, consider tliese 
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actions to be barbaric. Apart ofthis conclusion at least is oncouragod 
by the social and political context with which this information is 
presented to us. 

When we hear of electric shocks being applied to people who 
can supposedly respond to nothing else, and when it is presented in 
a professional context with a liberal use of jargon that we presume 
to imply superior knowledge, the effect on us is not so traumatic. No 
one mentioned the words "victims" or "torture" to describe these pro- 
cedures, and it appears that those empowered to take care of the 
disadvantaged members of our society are fully aware of the conse- 
quences of their actions. It may not even occur to us, if we review 
published standards on electric shock treatment, that the majority 
do not mention body parts that should remain inviolate when the 
treatment is applied. 

The people in our society who "control" disadvantaged people 
rarely if over see themselves in an unfavourable light. They have 
been initiated into their particular creed through an indoctrination 
process that ensures that successful graduates remain faithful and 
loyal to the professional standards established for them by their 
predecessors, A serious breach of th(*se norms could be extremely 
detrimental to their careers. Gibson, Haritos and F'atouous devel- 
oped a model to illuminate several ways in which people could be 
taught to do the unthinkable,'"* This model was developed out of a 
study and review of initiation processes i n a variety of organizations 
from collefje fraternities to the (Jreek Military Police, Presumably, 
those who have been schooled in the tt^chniques of control are just 
as vulnerable as anyone else learning how to do the unthinkable. 

A Toronto psychiatrist, having examined more than 200 
victims of torture, found that many suffer from severe headaches, 
insomnia and nightmares. They are often withdrawn or they 
suddenly burst into violent fits of anger for no apparent reason,^ 
According to a study (juoted by Krajick that revi(»wed refugees in 
seven IJ,S, cities, victims tire easily, are unable to concentrate ard 
think constantly of their torture,^ While hesitating to conclude that 
systematic torture is an ess(»ntial element of our habilitation mod- 
els, the author, having witnessed the reactions of many persons 
released from institutional settings, has little doubt that most 
graduates liave internalized their experiences in a similar fashion 
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to those related by torture victims. Having,' developed relationships 
with people who displayed many of the above sympvonis while 
indicating fears and anxiety about the possibility of returning to 
their previous environment, it is difficult to escape the conclusion 
that most people leaving institutional settings do in fact consider 
themselves to be victims of a dei)ersonalized and sometimes inhu- 
mane system, 

Bridgit for example, was a woman who arrived in a family 
support situation after twenty-nine years of institutional living. At 
forty-five, she had spent only one of her adultyears in a community 
setting; she lived almost twelve months in a group home prior to 
arrival in a more family-oriented situation. The community experi- 
ence was disturbing to her because of the lack of structure and the 
novel expectations of an environmentfor which shehad been totally 
unprepared. Although frightened and somewhat disoriented, she 
often displayed behaviour that was considered to be "unacceptable" 
to the workers in the gi^oup home including crying, shrieking, 
rocking, and occasional physical outbursts. It was eventually rec- 
ommended, in view of her behaviours, that she return to the 
institution. 

When an alternative residence was located, the "housepar- 
ents" recognized through clues that Bridgit had been insecure in her 
previous setting. When she became anxious, for example, she would 
often describe tne exact route on which she had been taken to 
isolation in the institution, Bridgit had also been allowed to bring 
with her the harness that had been used to restrain her. She 
habitually went downstairs to her room and h/ought it up to the 
houseparents when she perceived herself to be in disfavour, and 
appeared incapable of understanding that there were other ways to 
deal with mistakes or misdemeanors than being shackled and made 
immobile. 

Dinkmeyer and McKay's publication. Systematic Trainuig 
for Effective Parentin^^^ recognized that when peoph^ an? unsun* of 
their position in society and have their sense of "belonging*' deval- 
ued so that they feel neither useful nor needed, they seek one or 
other of the following to achieve social recognition: 
1, Attention (negative attention being easier to solicit than i)ositive 
attention). 
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2, l^owcM- (powerful people have greater status, where power iu- 
volves autonomy in making personal choices. Struggles may 
result in environments where this is not permitted). 

3, Revenge (a stage of discouragement that is really an expression 
of defei t. Its expression leaves both parties determined to gain 
control in what may appear to be a power struggle, but may 
actually be a plea for understanding), 

4, Displayed inadequacy (the last stage of discouragement when a 
person feels totally inadequate to meet the demands of his or her 
environment and consequently makes little or no effort to do so. 
When pressured, someone in this position may eventually get 
angry and if the anger is perceived as the problem and "treated" 
the cycle only deepens). 

Conclusion 

Because the rehabilitation fraternity has given credence to behav^ 
ionr modification as a model of intervention, the quality of the 
service practices that we perceiv. to be legitimate and therapeutic 
has been severely undermined. Without the often unspoken consen- 
sus to accept this school of thought as our foremost method of 
teaching social competence, we may have learned to divest our- 
selves of the barren congregate care settings that are largely devoid 
of functional/realistic human experiences and cultural expecta- 
tions. We may also have learned that the only way to truly respect 
the dignity of another human being is to treat him/lier as ive 
ourselves would be treated in similar circumstances. 

There are a variety of intervention models based on promot- 
ing self-actualization \\ *he social context'" and determining the 
optimum person/environment fit," Further investigation of these 
could bo of considerable assistance in counteracting some of the 
damage that the thoughtless commitment to devaluing methodolo-^ 
gius has wrought. 

If they refused to support the existing status quo without a 
continuous evaluation ofits human cons(jquences, our governments 
and funding consignors could ensure that people with disabilities 
would profit more from thi) services that we provide for them. In the 
longer term, paying more attention to the provision ofquality of life 
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issues, making available acceptable living environments and pro- 
viding a more natural approach to treating "challenging behav- 
iours'' may prove more cost-effective than current arrangements, 
If the provisions noted above were acceptable as an opera- 
tional ethic, the following recommendations could be framed for 
serious consideration, 

1. Thatbehaviourmodificationbeconsidered an inappropriate tech" 
nologyfor treatingthe **behaviours"of persons experiencingemo- 
tional difTiculties particularly when aversive consequences are 
employed, 

2. That behaviour therapists be etnpowered to assist servicers only 
with the direct acquisition of living skills such as those required 
for home maintenance and employment development activities. 

3. That '^standards** not be considered an acceptable method of moni- 
toring behaviour therapy when they address themselves exclu- 
sively to procedural concerns. Standards for service* should be de- 
veloped by con.sumers and their representatives with advice from 
professionals of their choice. An inspection procedure should be 
put in place to ensure that professionals assist in the implemen- 
tation of rehabilitation rather than assume full control of the 
habilitative process, 

4. That institutional settings be defined as "any environment in 
which the principle of natural | 'oportion is violated," In practical 
terms, any setting with more than two persons labelled m( ntally 
handicapped would qualify as an institution. This definition 
would discourage the wide application of aversive techniques 
while promoting more individualized and carefully considered 
responses to ^man needs. 

5. That immediate preference be givrn to the closure of all institu- 
tional environments that house twenty persons or more, and that 
methodologies promotingfunction.il and participated community 
living he employed for this purpose. In all cases, such methodolo- 
gies should be incorporat(»d within a paradigm of personal om- 
powermeiiL and self-fulfillment 
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Margaret Price 

About six years ago our son Jert my, who was then six, was in a 
special summer program with a ten-day residential component. He 
spent seven days on his own with other children in the camp and for 
three days we joined him there. Many of the children, including 
Jeremy, were d escribed as autistic. 

Although it was very difficult for us, we left Jeremy for the 
seven days in the program. When we went back to spend the three 
days with him, we were horrified at what we saw. We saw children 
naturally reaching out for their parents who were arriving — 
something fairly exceptional for children with autism, l^ut to the 
staff, the children weren't *'toeing the mark" the staff had set for 
thorn; rather they were flapping with excitement. So, the staff 
physically restrained them. SonKjtimes their heads \wvw puslied 
down between th(Mr legs. ()v(!r tfie three days, whenever we saw 
children communicating in their own way, they would be forcibly 
turned away from the activity and punished. Hy the tfiird day, \\{^ 
had almost turned the place upside down with our criticism of the 
methods being used. We wim) disgusted. We found the wliole 
approach intrusive and confining with no regard fortheindividnars 
own way of communicating. In fact, the program was totally 
contrary to ovcrrything that liad worked for Jeremy. 

At this time, Jeremy was just beginning to speak. We had 

ERiC 



84 The Language, of Pain 



worked really hard to get him tliat far using what seemed to be 
exactly the opposite approach. When he acted up or screamed or 
crie ^ his guts out in the middle of the night for thrciu weeks running, 
we figured that he was trying to tell u omething. The onus was on 
us to understand. 

At the summer program, we saw Jeremy and the other 
children subjev'^ted to the idea that they must conform and do things 
the staff s way. We, as parents, felt that the outside world was trying 
to tell us how to cope with our children but it seerns that they were 
telling us to put the square peg in the round hole. It obviously didn't 
work. These were so-cailed prof(!Ssional people who have a Tix-it" 
attitude that consisted of drug-fixes and sometimc^s intrusive deter- 
rant fixes. Accordingto them, itis wrongfor children like Jeremy to 
scream and cry to communicate with us. They say the child is not 
supposed to do that. And even if you have to hurt him to make him 
stop they believe that's okay. 

Parents work so hard to get their children to communicate in 
the first place. We cried nights, begged him to communicate, said 
lots of prayers, read everything we could get our hands on — and we 
said, "Please relate to us. Just look at us. Know weVe your parents.*' 
And at the point where we jus^ began to make inroads with liim he 
was in this program. He saw us, wanted to come to us and was told 
he wasn't allowed . He was physically restrained by the stafF"for his 
own good." 

By the end of the three days, Jeremy was no lon^^er part of this 
program or any other program. That was our only < xposure to intru- 
sive methods. Now I don't care about i\w credentials of the person 
who's recommending these procedures. Thry ai c* wrong. Our volun- 
teer involvement on local boards of community living associations 
md admissions committees, reviewingprofiles on the management 
of people's behaviour, heightened our awarene . Through experi- 
ences like ours, we begin to get a sense that something is seriously 
wrong. WeVe m the 1980s. We certainly shouldn't be where we are 
today on this issue! 

But not all parents have had the experience that we Ve liad. 
We k!iow of on(i mother whom we spoke with after a sessioTi on 
alternatives to intrusive procedures who feels completely helpless. 
Her son used to beat her black and blue. Slie couldn't control hin\. 
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She said she heard the arfjument s niul u^uierr.tood them but she felt 
she had no choice but to allow her son to be subjected to these things. 
That is a big factor for faniil ies. When youVe at the end of your rope, 
when your home life, your other children and your health are all 
suffering and you can't get the support you need, it is very easy for 
the professional community to convince you that anything they do 
to that person is right. 

We were recently at a conference where one of the presenters 
pulled out the medical records of one of the people he was treating 
with intrusive procedures and put them up on an ovc rhead projector 
for the 300 participants to see. The person's mother was present. 
She had never had any indication her child was on t)ie amount of 
drugs shown on the screen. Ifl were the drugstore owner, I wouldVe 
been driving around in a Cadillac. The mother was afraid. She had 
never .seen these records before and had not given con.sent for them 
to be used for the presentation . We as partici pants were? privy to this 
person's life. You couldn't get the same information on the medical 
status of test monkeys at the university. They just won't release that 
kind of information. We were annoyed with the organizers of the 
conference for allownig this to happen. We were furious with the 
presenter, who was from a government-run institution, for break- 
ing the government ruies on confidentiality just to make a point. We 
must stop these things. It infuriates us that people think <(> little of 
other human beings that they feel it*s okay to present their records 
without consent. The worst part is tliat weVe condoning it by 
ignoring it and allowing it to happen. It's completely wrong. 

We know of a little guy who is in an inr;titutiL. i, whose crib is 
too small. He's in dreadful shape physically. But j>'overrimeTit 
inspectors go in on a monthiy basis and say it's okay. That's 
intrusive and aversive. 

We were at a cotiferenoe on autism several vears ago. In thr^. 
reception area, they were playirjg a videotape showing ^he '^succeJHs" 
of a particular program 1 Cvnildn't be1i/*ve it. There was a young 
teenager ripping oftMiis clothes jumping around the r .om, Then 
they showed how tliey handled this with intrusive procedures, then 
how much he had improved. At th(^ f.ime We were completeiy 
hori ified. 1 wondered where the dignity was tuv tins ytJiing rnan not 
only to be subjected to these treatm^^nts but to have it all showvfc in 
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Not long ago, I hoard again about this same institution in 
Maryland from another person interested in the issue. They had 
shot ammonia up a child's nose in the name of treatment. There was 
a major court case after that. Ironically, it was the parents who 
wanted the place to stay open. They thought it was a good place. 

We feel very lucky that the people we've had the good fortune 
to come into contact with are the people who have the right message. 
We couldVo very easily gone the other way, as those other parents 
did. When you get desperate, you'll do almost anything. There were 
certainly times when we encountered absolute desperation. We 
went through nights where our whole kitchen was torn to shreds. 
Food was thrown out of every cupboard, dishes on the floor — we 
were desperate. Yet there were people around saying, **It'll be okay.'* 
We had each other and two other children so Jeremy was really 
special to us all. When you love someone, you tolerate a lot. 
Somehow we managed. It's nard work but we had a lot of support 
along the way. Unfortunately, there are many other families who 
don't have support. It seems incredible that in big cities there isn't 
the support that families desporato for help need. 

We know of a mother who was told her son would never walk. 
She was desperate, confused, but she persisted. Two weeks ago her 
nineteen-year-old son walked up and down the driveway twice. She 
showed us pictures of her son from thirteen years ago. He was in an 
institution uniform, his head was shaved — he looked like he had 
been in a concentration camp. In reality, it was in this province 
(Ontario), only thirteen years ago. It was truly incredible. Today, ho 
is woaring the latest jeans, $130 basketball shoes because that's 
what the other kids in the neighbourhood wear. The gang at the 
nearby ^IcDonald's had a huge celebration because ho learned to 
walk. Now he can dance in a congo line and do whatever else he 
chooses to do. And to think lie was abused and drugged because of 
his differences, Thnt young man was lucky because his mother 
finally said no to the intrusive mcithods that weren't helping him. 
She saw that there was an alternative. 

What many families don't understand is that support must be 
built not around theniselvcjs but arouful tlieir family member with 
a handicap. A life-lon^^ network should be put in place to help with 
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advocating. For instance, lawyers who are involv(?d with children 
with a mental handicap should know the children and be part of the 
network. Similarly, doctors who care about them should be in- 
cluded. And perhaps most important of all, other teenagers should 
take part who are going to be around for the next sixty to seventy 
years to advocate with tlieni and who will give them a boot in thi) 
pants now and again to make them smarten up just like our own 
friends do to us. 

Unfortunately, that doesn't happen for most people with a 
liandicap. We know a young man who is eighteen years old. When 
he leil the institution he was in, he hit himself an average of 1000 
times a day. Data was collected over a period of six months. When 
I first met him, I watched people try to cope with him. First you feel 
sorry for the person. Then whenyouVe there for an eight-hour shift, 
youget extremely frustrated, and then angry. People were running 
around him trying to cool his face with wet towels, others were 
getting him something to drink, they just didn't know what to do 
next. The part of us that has dealt with Jeremy said, "Wliat is this 
young man trying to say?'* Instead of wasting time collecting data, 
they couldVe simply been asking him questions like: "Wliatdo you 
need? Are you comfortable? Would you rather do this or that? I'm 
feeling this way, how are you feeling?" It sounds simplistic but it 
took a year of asking those questions and now he doesn*t hi t himself 
any more. No drugs, no behaviour management rituals, just simply 
paying attention to who this individual was as a person. He is a 
different young t )an today. 

Part of the problem is the setting people live in. If you live in 
a huge place with other people who have extraordinary behaviours, 
what you end up with is compounded extraordinary behaviours. We 
found that out with Jeremy when he was in a special program. He 
woul d come home and do tli ings hv, liad never done before. We would 
ask him who in the program does thosi^ things and he would tell us. 
We would then say, "Do you need to do tliose things?*' Then he would 
stop. 

W(! know anoth(»r young woman who has pica. She has an 
ama/ing talent. She can pick a thread out of fabric and shread a 
sliirt. The fin(» motor skills involved in that are incn^dible. We had 
heard about this woman bofbr(^ we met li(»r so we thouglit of bringing 
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her some dull needles, wool and an embroidery hoop. When we met 
her, we gave herthese things. When she began to pull atherblouse, 
we encouraged her to use the items to embroider. Now her embroi- 
dery may not look like a professional's but it's an abstract expression 
ofherself. Ithelpsherto maintainherdignity by keeping her blouse 
intact. None of that required any sophisticated behaviour modifica- 
tion. 

If people start criticizing this common sense approach, we 
should just turn the argument back on them. We all have idiosyn- 
cracies that might bother someone else, but we are not subjected to 
behaviour modification to stop them. The approach for eliminating 
head banging, biting, hitting and scratching should be more simple 
than professionals are making it, Usin^f love, understanding, com- 
munication, support networks and a strong belief that the individ- 
ual is a human being who is attempting to tell us something are 
really the keys. We find it very sad that we must continually turn 
around to remind people that they are dealing with human beings. 
Too often they forget. 

Only the "chosen few" realize what is going on behind closed 
doors. It is this "chosen few" who must gather armies of people to 
convince politician s that these things are wrong. If we were to take 
a cattle prod or, if you like, an electric shock prod into the Ontario 
legislature. Queen's Park, to show a politician what the device is 
like, we'd be arrested for carrying a weapon. Yet in another govern- 
ment-run building, the prod is being used on human beings who are 
vulnerable. The frightening part is that it's seen as okay for people 
who have been segregated or seen as different. 

The Jewish people had the misfortune of encountering this 
over forty years ago at Auschwitz and Dachau. They are making the 
world listen today. Will it take forty years before someone listens I o 
what is happening to people with a mental handicap who are self- 
abusive? First it was the simple cattle prod, then it was the cattle 
prod on a stick to protect the person inflicting the shock and now it's 
remote control shock. When are we going to stop these hurtful 
things done in the name of protection? 

In a way, they are mistreating parents and stafF too. No 
parent places their child out of choice, but if you make a fuss, they 
have a lot of power over you. They say if you don't like it you can take 
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your child home. Of course, many parents have no supports at homo 
so that isn't a choice for them. And most parents don't know the 
loopholes that people like us know of. 

The same approach is taken with staff. If the staff person 
doesn't agree with the program and they object loudly enough, they 
are transferred to the worst ward, if they don't follow the party line, 
they are punished. It's simply an issue of control. It is one of the 
worst power and ego trips you could ever imagine. 

There is also a hierarchy of professionals. Those who stray ofT 
the accepted procedures are professionally discounted and isolated. 
If it's not a sophisticated water therapy or sand therapy or play 
therapy, it's no good. 

One of the problems is that the advocacy movement has 
gotten too "proper." While they've been "proper" by task-forcing and 
negotiating around the issue, how many times has the cattle prod 
been used? How many times has time-out been used? How many 
faces have been sprayed with water or lemon juice? How many 
children have been restrained? When you're going to attack some- 
thingyou've really got to do it. These things should not be happening 
and we are condoning them because they are still going on. 

We need young people s^houting about it, telling other young 
people. We need to create rage and anger. We have to get ofT our 
fa mies, stop educating ourselves and start educating those who 
have no knowledge of what's happening to peoplt? with a mental 
handicap who have self-abusive behaviour. We need some cattle 
prods and some remote control shock equipment to show people how 
horrific they are. We need communit; supports because the commu- 
nity is safer. But most of all, we need to ^espect the dignity and value 
of people with handicaps and rt;Cogni/.e that they are human beings 
just like us. 

This text was drawn from a conversation held at the Prices home 
during which Jeremy Price was present, Jeremy was clearly upset 
by the topic being discussed and many times interupted the conver- 
sation shutting off the tape recorder. As a consequence^ Margaret 
Price felt unable to communicate the vigour with which she opposes 
aversive therapy for fear of further disturbing her son. 
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A Violation of Human Decency 



Dot Ewen 

It is hard to believe that we are once again confronted with the issue 
of aversive therapy, that out there in scattered places of the 
treatment world there persists an opinion that it is acceptable for 
those who do not have handicaps to practice violence towards those 
who do have handicaps to bring their behaviour into line. The 
question is not a new one. Over the past two decades, the battle has 
raged. During the early seventies, there was a major trend towards 
the use of cold showers, wooden spoons, cattle prods and remote 
shock apparatus, all ostensibly for the care, education and support 
of children and adults with severe behaviourdisorders. Throughout, 
Canada and the United States, people were advised that punish- 
ment was the best way to help their ofFspringandmany were trained 
in the use ofthe tools ofaversivetherapy. Painful punishments were 
being inflicted upon people in the absence of positive reinforcement 
stategies to support alternative or incompatible behaviour. Much of 
this "therapy" was being applied by a group of relatively untrained 
people who called themselves "behaviour therapists." No guidelines 
were in place. No protection, no rescue was being provided. Few 
studies of the long-term effects of punishment were being under- 
taken and the short-term studies were single-subject models. In the 
ab.senc.e of accef)table alternatives, many families were forctnl to 
place their children in large institutions where self-injurious hehav- 
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iour tended to increase dramntically during the years, resulting in 
full restraint for most of the cays and nights, Favell et al, demon- 
strated in 1978, that the lull Ccj misole restraints used in institutions 
were, in fact, acting as positive reinforcement for self-injurious be- 
haviour.^ 

It is hard to believe that in examining where we were, we 
describe where we are. Could it be that with all the promise of the 
power of reinforcement strategies, in the final analysis, contingent 
violence is the best that decades of behavioural studies have 
produced? Some would have us accept this, but in truth, what these 
years have produced is valuable information that further dissuades 
us from relying upon aversive procedures. 

In the technical arena, the use of physically punitive strate- 
gies is impractical, cumbersome, unacceptable to the public and has 
not been shown to solve any problems for the person enduring them , 
Some of the most frequently discussed concerns are: 

1, The use of physical punishment models of aggression towards 
others. The more influential or prestigious an individual, the 
more likely we are to imitate his/her behaviour, 

2, Avoidance behaviours develop. Lying, blaming others, becoming 
surreptitious or sneaky are common examples, 

3, The punisher begins to be perceived as the punishment (condi- 
tioned). This interferes with our ability to have a positive rela- 
tionship with the receiver of the punishment, 

4, Punishment is a control technique, not a teaching strategy. 
Therefore, it is likely that any resulting behavioural change will 
not persist in other environments and/or in the presence of other 
people, 

5, It is easy to inadvertently punish the wrong behaviour. For 
example, a child who while apologizing for an infraction of the 
rules is immediat:ily punished could consider apologizing a 
punishable behaviour, 

6, The research on long-term effects of punishment is sparse and 
inconclusive, 

7, Infliciting pain upon others can be addictive. Because massive 
violence works in the short term to control others, the punisher 
is reinforced in his/her behaviour and will rely upon punishment 
more and more in the future. 
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8. It is difficult to use physical purishment tactics across environ- 
ments. You cannot take your cattle prod to the supermarket 
Therefore, consistency is difficult unless the individual is ex- 
tremely isolated. This, of course, leads to the further problem of 
monitoring and to the question of how isolation exacerbates 
problem behaviours. 
These difficulties were identified early on in the literature and 
provided significant impetus for the development of positive strate- 
gies that are available today. And while these and other negative 
factors cause most professionals to refu:.o to employ aversive tech- 
niques, there are moral and ethical issues that are even more 
compelling. 

Canadian consensus is well developed in the area of physical 
punishment. In no other professional jurisdiction do we allow vio- 
lence to b'B applied for the control of the behaviour of others. It has 
been the h^jbit o( those ignoring the moral and ethical issues to put 
forward arguments that seem ridiculous and frightening when 
applied to any other citizen in the population. The argument most 
often proffered is that professionals will only use pain when the 
clients are "a danger to themselves and/or others,'' Yet this argu- 
ment has been resoundingly rejected when applied to any other 
group* We do not us(? violence as a tactic to change such behaviours 
in puople who are incarcerated because of violent criminal activity. 
Nor do we use shock as a deterrent against sexual activity by AIDS 
carriers* Nor do we perm it such tactics to be used against aggressive 
adolescents. Therefore, it is astounding that we are expected to 
icceptthis rationale when it is applied to citizens who ha>e u mental 
handicap. 

Wo are citl^ens of a society where freedom ko choo:.'.i, to make 
decisions for ourselves are fundamental expectations. Indeed, we 
might shake our head in puzzlement when one of our compatriots 
refuses a medical procedure or declines a blood transfusion, know- 
infjthe full potential ramifications of such a choice. Despite our puz- 
zlement, we respect that cili/o:Vs right to do so. How ludicrous it 
seems, to propose! that professionals he jjiven the right to overrule 
such decisions because we as individuals do not know what is best 
for us. 

It has been argued that those with mental handicaps are not 
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capable of exercising choice when, in fact, we know that most have 
simply not been afforded the opportunity. Despite this, when con- 
fronted with attackers using shock, noxious stimuli and othev pain- 
inducing procedures, these people express themselves clearly in 
many ways. These expi assions are summarized and documented in 
a recent monograph published by the Association for Persons with 
Severe Handicaps. Outlining a summary of the side effects of pun- 
ishment, the monogi'aph reports that their responses to the pain 
inflicted by punitive approaches include, crying, struggling, resist- 
ing treatment, trunk twisting, arm flapping, leg extensions, grim- 
acing, spitting, coughing, screaming, wincing, cio.sing eyes, avoid- 
ance behaviour, hitting themselves.^ These are clear expressions of 
rejection of "treatment" and no matter how deeply -ve bury our 
heads in the sand we cannot ignore them. 

The use of painful, punitive means to change the behaviour of 
people with mental handicaps is a violation that is clearly part of a 
broader injustice. We have allowed ourselves to become accustomed 
to seeingthis segment of the population set aside, treated as a lesser 
people, dehumanized. Professionals and elected representatives 
and Indeer often family members have been swayed by arguments 
thatare outrageous, arguments that are used daily, and not o. ly on 
this issue, to attack and isolate these people. Could we accept, for 
example, that new Canadians to whom English is a second language 
should be isolated during the educational process? 

Would it be good enough lo say that these individuals would 
be happier "with their own kind"; that it is "too expensive" to 
mainstream them; that they will suffer academically and need 
"special education" in their own languages; that in the mainstream 
they would have to suffer the ridicule of others because "they are 
different"? In fact, as Canadians, we celebrate the varieties of our 
ethnic groups. We tout the Canadian mosaic and acknowledge the 
ric}\ness thai these difl'erences afford. We spend millions in support- 
ing and empha.sizing these differences. 

We must train our ears to pick up any rationale that creates 
discomfort for us when applied to other segments of the population. 
We must expose and resist all of th(! strange illogical arguments no 
matter what the issue. Some may be hard to identify, for they are 
subtle. In this instance, ^he discrepancy is obvious and blatant. 
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Thero can be no justification for tho uso of pain and violence. Wo 
cannot accept it. We must not allow it. 
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7. 

This May Hurt a B\V 



Orville Endicott 



Section 12 of the Canadian Charter of Rights and Freedoms says, 
"Everyone has the righ t not to be subjected to any cruel and unusual 
treatmcntorpunishment."We are fortunate to live in a country that 
clearly prohibits the use of physical or psychological pain and 
suffering by agencit^a of government against any of its citizens. It is 
staggering to think of the number of the world's nations in vhich 
torture is a routine method of maintaining state control over tlie 
activities of people whose behaviour is seen as a threat. 

But even in Canada, and even with the Charter as t^e law that 
is supposed to govern those who govern us, there are people who are 
routinely subjec: od to pain as a means of forcing them to comply 
with the expectations of those who have charge of them. At least in 
Ontario, persons who are identified as developmentally handi- 
capped and who exhibit serious behaviour difficulties hav(» \mn\ 
given electric shocks delivered by means of a device designed for use 
on livestock. The "Hot-Shot" cattle prod, ironically manufactured in 
Savage, Minnesota, has beon used by the staff of the Southwestern 
Regional Centre, an institution near Chatham, Ontario, in a pro- 
gram involving several residents who have a history of self-injuri- 
ous bjhaviour. 

For more than a year, the Ontario Association for (>ommunily 
Living has led a campaign to persuade the Minister ofCommunity 
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and Social Services that he should order a stop to this form of 
treatment The Minister, the Honourable John Sweeney, maintains 
that the shock device is used only when all other methods have failed 
to prevent the harm these persons do to themsolvs. The ministry har. 
prepared standards to guide the use of this and other kinds of 
aversive treatment In addition, the minister commissioned the 
Ontario Research Foundation to develop a new prod specifically for 
use on humans, and this refined version is apparently now in use. 
It is supposedly adjustable to administer a weaker or a stronger jolt 
that is allegedly noL os painful as the cattle prod. 

When told that no other province in Canada sanctions the use 
of painful electric shock as a treatment for persons with disordered 
behaviour, Mr. Sweeney suggested that the authorities in the other 
provinces lacked the political courage to do what is likely to be 
regarded unfavourably by the general public, and consequently 
resort to such means of behaviour control as physical restraint or 
massive drug dosages to prevent self-injury. But the reluctance to 
use i,hock may soon diminish in other provinces because of new 
developments in the field. 

A whole new level of technological sophistication has bejn 
achieved by researchers in the United States, who have developed 
a "shock suit" called the Self injurious Behaviour Inhibiting System 
(SIBIS). This device incorporates sensors in a head-band that 
activate electrodes attached to the wearer's arms or legs. Any ex- 
traordinary movements result in an instantaneous shock. The 
elimination of the necessity of a staff person having to stand there 
and administer each shock is bound to make S1B13 attractive to 
those who bc^evo in the efT'icacy of punishment The shock suit is 
al so wired to a computer that records the frequency of the unwanted 
behaviour, thus providing the data to show that it is effective in 
reducing the frequency of such behaviour, P/Iental health profes- 
sionals in Nova Scotia have expressed considerable interest in 
trying out this new device, 

111 the spring of 1987, OACL fiied a complaint against the 
Ministry of Community and Social Services with the Ontario 
Ombudsman, allegingthatthe use of contingent electric shock (i.e., 
prodding people when they attempt to hurt themselves or others) 
violates the Charter of Rights and Freedoms, and that alternative 
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treatnient models had not boon adequately explored and utilized. 
The Ombudsman agreed to investigate the complaint, but has re- 
cently stopped the investigation in response to the ministry's 
decision to invite OACL to appoint representatives to sit on a Task 
Force on Research to Identify Alternatives to the Use of Contingent 
Shock. UMder the Ontario Ombudsman Act an investigation may be 
put on hold while steps are being taken that may lead to a resolution 
of the matter complained of. 

The Ontario Task Force will have to address some very 
serious quesitons, including the following: 

1. Does contingent shock do what its proponents claim it 
docs? 

It is my understanding that the data on the effectiveness of shock as 
a means of controlling self-injurious behaviour are inconclusive. 
The frequency of the unwanted behaviour tends to diminish, but 
there are reports that tell of the recurrence of the problem once the 
shocks are no longer applied, Tim Stainton, formerly of the OACL 
staff, has an explanation for this phenomenon: people who have 
been hurting themselves tend r.ot to do so while someone else is 
doing it for them, but after th:i external punishment stops, they go 
back to their former pattern. 

Self-injurious behaviour may indeed by only a part of a life- 
long pattern of punishment, Patrick Worth, President of People 
First of Ontario, spoke veiy convincingly on this subject at the 
CACL National Conference in Halifax in November 1987, He main- 
tains that for many people who are labelled mentally handicapped, 
Hfe consists of one punitive experience after another from early 
childhood on. If the punishment does not primarily consist of the 
infliction of physical pain, it may well be found in the experiences of 
isolation, segregation and rejection. Hearing him speak, I could not 
help wondering how anyone could possibly suggest that a solutici 
to the diflTicult behaviours sometimes manifested by such persons is 
to administer yet more punishment. Indeed, I think an argument 
can be made that even if pi; nishment '*works" in terms of reducing 
the frequency of destructive behaviour, it simply cannot work in 
terms of enabling the person to have human relationships that 
afTirm his or her value and dignity, and to have a reason to want to 
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behave cooperatively and productively. 

2. Are less punitive aversive techniques mofe acceptable? 

There is an extensive arsenal of punishments historically and 
currently in use with persons identified as exhibiting problen'i 
behaviour. Most of these are loss grotesque and less physically 
painful than cattle prods. They include social isolation (the so called 
time-out rooms), physical restraint, verbal abuse, deprivation of 
food or of other less basic necesi;ities or pleasures, and expos)ire to 
stimuli that are unpleasant to any of ti)c five senses. Although it 
may be less objectionable to use measures that cause? lesji acute pri in, 
it is CACIj s position that punishment should never be employed as 
part of any program for controlling the maladaptive behaviour of 
persons who have suffered all their lives as a consequence of being 
labelled mentally handicapped. 

Deliberate, programmed punishment icr unacci^ptable be- 
cause it undercuts the factor that is most likely to load to permanent 
freedom froirt serious destructive behaviour, namely banding based 
on affection and trust between one human being and another. 

3. Are there effective non-punitive approaches to severe be- 
haviour problems? 

There is evidence that self-injurious behaviour or behaviour that 
threatens the safety of others can be brought under control by a 
person who is treated kindly, respectfully, and in a way that estab- 
lishes participation and interaction (in other words, friendship) 
between that person and another, I suppose the str -ingest and most 
coa.^istent evidence is that which Jet,n Vanier, founder of the 
TArche mover .ent, ha.s shown us for decades. Can anyone imagine 
a circumstance that would cause him to reach for the cattle prod? In 
the context of the current dispute over the use of aversive proce- 
dures, John McGee of Omaha and Herb Lovett of Boston, among 
others, have demonstrated how effective positive approaches can 



4, Is it lawful to shock people or to subject them to other 
noxious stimuli to stop their destructive behaviour? 

We began by reciting the constitutional right set out in section 12 of 



be. 
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the Canadian Charter of Rights and Freedom!: not to be subjected to 
any cruel and unusual treatment or punishment. What does this 
mean, and how can it be protected? Since the Charter came into 
effect in 1982, most of the judicial interpretation of section 12 has 
been in the context of the punishment of those convicted of criminal 
ofTences. The courts have ruled that such punish men' is **cruel and 
unusual" when it is so excess. ve, in proportion to the seriousness of 
the crime, that it shocks the conscience and offends contemporary 
standards of decency , Some judges have taken the view that, in spite 
ofthefact that tl resection prohibits both treatmentanrfpunshiment 
that are cruel and unusual, it only applies to the puriisbment of 
criminals. The Americar) Bill of Rights speaks only about punish- 
went The addition of the word **treatment" in the Charter should, 
one would think, create a somewhat broader scope, 

I think it is arguable that certain kinds of aversive treatment 
for the correction of behaviour disorderPi do violate the Charter, The 
courts could be asked to rule specifically on this question and to 
order such practiceji stopped i^it is found they constitute cruel and 
unusual treatment. The fact that there are non-aversive ways of 
dealing with the same problem should accentuate the cruelty and 
unufeualness of using shock. 

Aside froiT^ the Charter, it may be an offence under the 
Criminal Code nf Canada to inflict electric shock or other aversive 
stimuli on another person, even in the guise of treatment. If you 
touch anyone or even physically threaten to do so, without the 
person's express or implied consent, you hiflve committed an assault. 
If you touch someone with a cattle prod that delivers a painful shock 
on contact, and that person has not consented to al low you to do so, 
no one would doubt that this would be a criminal assault. In the 
context of the use of such measures on persons having problem 
behaviours, it seems unlikely that any of those persons have 
consented. Any substitute consent given by a parent or guardian 
would, in my view, be invalid. In the the Eve case, the Supreme 
Court of Canada ruled that substitute consent is only valid for 
procedures that are necessary for the sake of the health of the person 
who lacks the capacity to give his or her own informed consent. From 
the evidence we now have, the use of aversive techniques is clearly 
unnecessary for the control of destructive behaviour. 
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Necessity is also a defence in itself against a criminal charge. 
Ifyou can presont evidence that, had you not committed the act with 
which you are charged, something worse would have happened, 
then you are likely to be acquitted. Can those who use cattle prods 
or other devices to hurt persons with behaviour problems say that 
in the absence of such treatment these persons would have done 
more serious harm to themselves? Perhaps so. Before rejecting such 
a defence, the court would have to h^^ar irrefutable evidence that 
there are highly effective, non-punitive ways of preventing self- 
injurious behaviour, 

A^meriuan courts have refused to order the cessation of aver- 
sive interventions. The agenciesdefendingsuch practices have been 
able to convince the judges that they had established standards and 
guidelines for deciding when it is appropriate to resort to punish- 
ment, and that it should be left to their professional judgment to 
decide how to deal with problem behaviour. The courts like to find 
some middle g-ound between the positions of the disputing parties. 
The use of aversive interventions is naturally repugnant, but if 
there are el iborate safeguards and review committees, then the 
courts may feel some sense of assurance that there will not be 
flagrant abuses. But this is a matter where there really is no middle 
ground. It makes no sen.^e to say that we will try positive ap- 
proaches, and if they don't work, then we will use aversive ap- 
proaches. Could you forge a healing, rssioring friendship with a 
person while carrying a cattle prod in your pocket, just in case? 

Note 

1. This article is reprinted from entourage (1988), vol, 3 (2), 13-17, 
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8. 

"The Therapy of Despair": 
A Family Medicine Perspective 

Yves Talbot, M.D, 

Over the last few years, a shift in services for people with a mental 
handicap has begun between institutions and the community. 
Family physici :ins, as community-based practitioners, are becom- 
ing increasingly involved in services for people with mental handi- 
caps in their communities either through their own practices or 
because of their involvement in group homes in their neighbour- 
hoods. 

When people*s behaviour is deemed unacceptable for the in- 
dividual or the community, physicians can be called upon to assist 
in the bf^havioural treatment. WTiethci this involves the use of 
restraints for elderly patients labelled "senile" living in nursing 
homes, or the use of physical or chemical aversive procedures on 
people with a mental handicap, physicians are consulted in discus- 
sions about the management of their self-injurious or socially 
disturbing behaviours. 

Ideally, the family physician will not only attempt to treat the 
behaviour, but will adhere to the philosophy of family medicine. 
Practitioners are encouraged to explain people^s behaviour not only 
as a response to their disability but as a reaction to environmental 
and social factors (i.e., workplace, living arrangements, education, 
family and peer group). 

E\en more importantly, the family physician is expected to 
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follow the paradigm of family medicine that states: 

The family physician is educated and trained to develop and 
bring to bear in practice uniqu(» attitudes and skills which 
qualify him or her to provide continuing, comprehensive 
health maintenance and medical care to the entire family 
regardless of sex, age or type of problem, be it biological, 
behavioral or social. The physician serves as the patient or 
family's advocate in all health related matters, including 
the appropriate use of consultants in commun ty resources, 

(American Academy of Family Pn/sicians, 1975) 
If strictly adhered to, this paradigm makes the best interest of the 
patient paramountto the physician, thereby preventingany unnec- 
essarily harsh procedures for behavioural treatment. 

Physicians are involved in long-term relationships with their 
patients, which enables them to acquire extensive , intimate knowl- 
edge of the lives and values of patients they see regularly. It is this 
long-term knowledge that often helps them understand why some^ 
one may present a specific problem. Too often, people with handi- 
caps are seen by health professionals with only episodic frequency. 
The lack of continuity in caregivin^- is often reflected in the long lists 
of medications administered to the patient in an attempt to pajify 
not only the patient but also the attending staff. Resorting to these 
chemical "treatments" may reflect a lack of commitment to the 
patient on the part of the physicians. 

A strong commitment to the patient as a person is a vital 
component in family medicine. The mark of good general practitio- 
ners is their overriding interest in patients as people. Good physi- 
cians are devoted to the individuals whatever the problem may be 
because their commitment is to people more than to knowledge or 
to a branch of technology. Very often in such a relationship thei e is 
not a clear distinction between medical and non-medical problems. 
Family physicians cannot avoid problems of life, they either culti- 
vate their skills to manage disease and illness, or they realize their 
limitations and deci.ie to seek out other sources of help. 

But there; is a danger when these I mitations are realized and 
when patients with challenging behaviot^rs are referred to behav- 
iour "specialists" who may put the patient at risk of being "treated" 
with aversive procedures. 
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In this case, physicians must abide by the philosophy of the 
"honest broker/* Physicians accept the responsibility for their 
patient's total health care. Although family physicians may not 
have the expertise to manage all problems, they must act as 
coordinators for the various health interveners (i.e., neurologists, 
psychologists and surgeons) on thc^ patient's behalf 

Fa<Tiily medicine is now embracing a broader conception of 
health and disease, A major shift has occurred in the paradigm of 
general medicine. The limitations of the "germ theory," which 
searches for the medical causes of illness, are now understood. 
Am ultiplicity of favors, both organic and non-organic, are included 
in the explanation of the occurrence of a specifl c problem , Even if the 
concept of a more systemic view is not new in some areas of medicine, 
it is only recently that it has reached a broader appeal amongst the 
practitioners of family medicine. Although many traditional gen- 
eral practitioners add an acute sensitivity to the context of the 
patient's problem s, it is only recently that trained ^ Tiily physicians 
have been exposed to social and behavioural sciences in psychother- 
apy and family therapy in their residency training. In addition, ihe 
systemic/biopsychosocial approach is intellectually attractive to 
many family physicians who have worked with patients long 
enongh to feel the Hmitation of the biomedical model. 

After several year^ of j ractice, family physicians see many 
patients with chronic conditions returning with ill defined medical 
complaints. Repeated unsuccessful attempts to solve these prob- 
lems with the biomedical approach often force the physicia.is to 
search for alternatwe solutions. At the same time, the recent com- 
petitive, cost-conscious environment of mt dicine has led to a recog- 
nition that examining a patient's context (for example the stress of 
the family situation) can save money if the physician does not use 
high-tech methods of evaluation. Similar factors must be taken into 
consideration with indiviauals living in group homes or institu- 
tional environments. This could avoid the use of medication or 
restraints altogether. 

But still, certain situations generate helplessness and hope- 
lessness in the caregiver. Last resort therapies enter at this point. 
Even medication is not immune to them. 

Aversion therapy includes techniques designed to reduce un- 
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wanted or **dangerous" behaviour. Thoso methods are commonly 
applied in treat. ing obesity, tobacco smoking, obsessive oral habits, 
aberrant sexual behavioui , self-injurious and aggressive behaviour 
and substance abuse. 

Most of the strategies imply that behaviours are learned and 
aversion is one re-cJucational method that can be used to extinguish 
an unwanted response. These strategies are based on a very 
traditional understanding of behaviour that associates stimulus 
and response. They do not take into consideration any elements of 
the context that could be important in causing the behaviour. 

Although there has been some interesting and enthusiastic 
research on aversive techniques, specifically with smoking, drink- 
ing and even self-injurious behaviour, the studies were often very 
poorly controlled as either single or gi^oup case studies. On the other 
hand, controlled studies have often pointed to the equal efficacy of 
the non-aversive techniques or the strengths of the placebo effect. 

It is interesting to notice that in the context of specific riiedical 
entities, aversion therapy remains very much a solution of last 
resort. For any physician, problems of obesity, smoking or drinking 
have to be the most frustrating and difficult clinical challenges. 
Because of their frustration, physicians often seem either to ignore 
or lecture patients who are seen as abusing their own health. 
Physicians feel helpless ,ind, in their desire to help, they become 
susceptible to the use of any potentially helpful solution no matter 
how painful the treatment may be {i,e., the use of emetic for drinking 
problems), I cannot help but think that there may be a small element 
of revenge in using these methods. The physician feels forced into 
using this "therapy of despair," 

Be that as it may, it is clear that in many circumstances social 
changes in the individuaKs environment or support groups (i.e,, 
Overeaters Anonymous, Alcoholics Anonymous or Smoke-Enders) 
have a major role to play in facilitating behavioural change. These 
forms of social intervention, which make use of positive reinforce- 
ment, are strategies much more in tune with the philosophy of 
family medicine. 

Advocates of aversive therapy l»nv(» often used th(! medical 
model (particularly surgery) to justify the i^ec(»ssity of pain for 
healing patients. It is important to realize, however, that pain is not 
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a treatment in itself (as it is thought to be in aversive therapy) but 
only a side efFe-. of the treatment. Pain is not a therapy. 

Current pain management strategies minimize the painful 
side effects of treatment because a decrease in pain is believed to 
accelerate the rehabilitation process. In the areas of treatment and 
diagnosis,medicinehas made a major effort to use the least invasive 
procedure. For example, ultrasound is now used instead of dyes; 
CAT scanners instead of exploratory surgery; and non-surgical 
removal of gallstones and kidney stones insteoJl of surgery. 

Most patients can express their preference for the least 
invasive procedures and will critically question aversive procedures 
when their application is recommended. These patients are able to 
demand alternatives on their own behalf. 

Children and adults with an intellectual handicap present a 
challenge to physicians since most of the decisions regarding their 
treatment are made by a third party. In these cases, family physi- 
cians often act as translators for patients and their families, inter- 
preting the modalities of treatment suggested by consultants. 
Particularly in cases where aversive procedures have been sug- 
gested, the physician must take on the role of "patient broker" to 
ensure that all alternatives are explored and explained to patients 
and their families. 

Family medicine must concentrate on seeing challenging be- 
haviours not only as genetic or learned but also as the result of a 
specific context. Intervention aimed specifically at changing the 
individual's behaviour without taking into account changes in the 
individual's environment is not only likely to fail but is highly 
unethical when applied without informed consent. 

Community-based physicians involved in decision making for 
patients with a mental handicap must make good use of their under- 
standing of behaviour to raise the question of whether the environ- 
ment is not in part responsible for the patient's self-injurious 
behaviour. But as brokers and advocates, family physicians must 
more than simply question the use of aversion, they must actively 
promote the search for and use of non-aversive alternatives. 
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Living in f/ie Community: Stephen 



Jill Leach 

Stephen eyed me nervously as I walked up behind him. He stood 
rigid, ready to spring should J come too close, "Hi, Stephen," I said, 
"Did you see all the boats out there?" I poinLed to the sailboat s and 
cargo ships in tlie harbour, Stephen momentarily turned toward the 
boats but quickly diverted his gaze back to me, I smiled at him ys 
1 joined the slafT who'd accompanied us on this walk, 

"When Stephen first moved into the community, ho wouldn^t 
make eye contact with anybody. He wouldn't let anyone touch him 
either. He's really opened up to others recently. He looks right at 
people now and will even accept hugs from those he's familiar with. 
In fact, a couple of t^mes he has offered hugs of his own ," commented 
one staff person. 

Unlike most people who grow up in institutions without 
parental participation, a great deal is known about Stephen's 
background. There is a history of highly educated and ambitious 
people in Stephen's family. His mother was a nurse and his father, 
a commercial pilot. Unmarried, and unable to cope on her own, 
Stephen's mother took him to an institution when he was two years 
old. While he was considered unmanageable, there appears to be no 
indication of any developmental delay at that point. 

When Stephen was seven, he was diagnosed as having a con- 
dition called PKU, PKU is a congenital inability to digest a protein 
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found in milk. Treatable with accurate diagnosis at birth and appro- 
priate diet before age ten, the developmental difficulties that 
accompany PKU can be prevented. All babies are now automati- 
cally tested for PKU at birth , but Stephen was born prior to the uni- 
versal application of this procedure. 

Untreated, PKU causes irreversible mental deterioration, 
leading to a diagnosis of "profoundly retarded," Considered unedu- 
cable, many people diagnosed as having PKU have simply been left 
to wait out their existence. No real attempt was made to encourage 
any kind of growth in Stephen once he was diagnosed. 

While he may not have been educated, and does not speak, 
Stephen is acutely aware of everything that goes on around him . He 
fully comprehends what people say to him and his perception is 
obvious. 

In the institution, where Stephen spent most of his life, he 
was considered highly self-abusive. As with his housemate Bariy, 
Stephen was drugged continuously in an effort to control his po- 
tentially dangerous behaviours. 

I sensed an underlying volatility to Stephen and, at about 178 
cm. tall, he would not be rasy to control physically. Drugged to a 
vegetative state as he was, he would prove to be considerably less of 
a problem for stafF in the institution. 

Stephen was full of nervous energy as we walked. Always 
ahead of us, he seemed to want to run and jump at life. Yet no matter 
how quickly he outdistanced us, he always kept us in sight, periodi- 
cally lookiiig over his shoulder to place our position behind him. 

Stephen's enjoyment on the walk appeared to come from the 
physical activity. Unlike Barry, who was absorbed in his surround- 
ings and derived pleasure from his observations, Stephen seemed to 
be motivated by the speed of his own movement, I sensed a natural 
leader in him; he liked to be at the head of the group, ensuring he 
was always first as we wove our way along the seawall. 

Victim of a cruel joke in the institution, Stephen now suffers 
from a severe nicotine addiction. While the specific motivation may 
never be identified, it is well documented throughout institutions 
that some stafF would make a game of throwing cigarettes on th(? 
floor, watching residents dive for them and oat them. Not under- 
standing the inappropriatoness of such behaviour and, perhaps, 
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responding to the laughter and approval of staff, many institution- 
alized men and women grew up repeatinj; this ritual whenever 
possible. 

Ingestion of nicotine through the digestive tract is far more 
serious than smoking, Stephen was particularly affected by this 
and became obsessively focused on the search for cigarette butts. 
His activities outside the institution were revoked and Stephen 
became a prisoner in his world as a result 

Locked in his ward, as protection against his maladaptive 
behaviour and addiction, Stephen began to display increasingly 
self-abusive behaviours. Documentation at the institution clearly 
indicated that his hyperactivity and self-abuse began well after his 
institutionalization. Prohibited from participation in normalized 
community living, Stephen's role models became controlling staff 
and other institution residents who, like Stephen, were locked away 
from the world, severely drugged and repeatedly restrained. Rec- 
ords show that Stephen's beha\^iour patterns were identical to his 
roommates at the institution. 

When frustrated or angry, Stephen would bang his forehead 
against the nearest flat object. He would run across the barren fioor 
of the common room of his ward and slam his body against the large 
windows at one side of the ^oom, or he would rock his body back and 
forth in his chair, stopping just short of smashing his head against 
the marble floor. Sometimes he would miscalculate the distance. 

Uncontrollable and out of control, Stephen was caught in a 
systematic and repetitive cycle of banging and self-abuse that was 
always countered with physical restraints and escalating drug dis- 
pensation. 

Now, in his own home drugs are not used as a control 
mechanism with Stephen. Rather, he is encouraged to develop 
personal restraint — to check his own behaviour and modify it until 
appropriate. After nearly three years of community living, and at 
thirty-one years of age, Stephen is finally responding to the concept 
of self-control. 

This has not been easy for either Stephen or the staff who 
work for him. After twenty-six years of modellinginappropriate and 
maladaptive oehaviours, it hasboen difficultfor him to adapt to^and 
accept the expectations and rewards of society. 
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Stephen's slamming into walls and windows as a tool for 
recognition or an outlet for frustration and anyer was an immediate 
concern for staff. Furniture was arranged in ways to block the open 
spaceshe needed to build up momentum as he threw himself agai nst 
standing structures. Extra thick drywall, heavy drapes or wooden 
shutters on glass windows and fabric decorations were used to 
diminish Stephen's destructive effect when he was out of control. 
Quilted and padded pictures on the walls decreased the opportunity 
for damage to both him and the house. 

The furniture placement is no longer an issue as Stephen has 
stopped throwing himself against windows and walls. Some doors, 
which provide yet another flat surface to pound on, will soon be 
replaced with curtains. 

These preventive and creative approaches not only remove 
opportunities for Step^:L;n to be self-abusive, but do so in a non- 
punitive manner. He is not being forced to repress self destructive 
and maladaptive behaviours because he is controlled by another 
power. He is learning to adapt and grow as a person through self- 
respect and self-contrcl. Through non-threatening means and con- 
sistent interaction with people who are able to take the time he 
needs, he is learning to make choices in his own life. 

His nicotine addiction is managed with a nicotine gum substi- 
tute prescribed by a doctor and administered appropriately. No one 
smokes in Stephen's house and it has been discovered that if he is 
busy he will often forget about the gum, 

Stephen is still self-absorbed, but no longer continuously 
abusive as he was in the institution. He is becoming more comfort- 
able with the process of socialization and includes people m his life 
now. As he develops his own non-threatening persona, Stephen 
seems more willing to open up his life to others and share what he 
has to cffer of himself. 

From close and constant attention, a major shift in expecta* 
tionf= and abundant support, Stephen has changed from someone 
wlio has total disregard for other people and property to a man 
developing a sense of self and ownership who can tolerate close co- 
existence with others, 

Stephen is currently in a day program where h(^ learns life 
skills to assist him in assuming responsibility for his actions and his 
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own care. His nervous energy is diverted into constructive physical 
activity and he works hard delivering flyers in his neighbourhood. 

There is optiiaism and enthusiasm about Stephen's future 
from the people who know him best He continues to learn and grow, 
relying less frequently on old destructive behaviours. Instead, they 
are replaced with ch<^ices, rooted in self-respect and awareness of 
the consequences of his behaviour that have a ben eficial effect. 

As one staff person said, "Punitive behavioural modification 
techniques inhibit personal growth and potential. They achieve 
nothing beneficial in the long run. All they prove is a failure to figure 
out how to communicate with the individual who is subjected to 
them — a fast fix based on controlling people,'* 

I think of Stephen and the decades of spiralling self-abuse 
that were never addressed, simply controlled or repressed by drugs. 
I think of how, in less than three years, he has managed to 
significantly decrease ^hose negative responses. The contrast be- 
tween the institutional and community approaches to Stephen's 
behaviour is stark and disturbing. Finally having the opportunity 
for options similar to those not labelled mentally handicapped, 
Stephen is shiningas he fiies into the new experiences his life offers. 



9. 

Legal Advocacy and the Use of Aversives 

Brian Weagant and Dorothy M Griffiths 

A small number of people with developmental handicaps engage in 
behaviours that are severely self-injurious or aggressive. Many be- 
havioural practitioners believe that the "treatment" of choice in 
such situations is a technique called an "intrusive procedure," The 
milder forms of such techniques include things such as temporary 
arm restraint or isolating the person from any positive form of 
reinforcement (such as human contact). Should the mildy intrusive 
techniques prove to be ineffective in controlling the behaviours, 
many behavioural psychologists would turn to aversive stimulation 
an a way of temporarily suppressing the offending behaviour so that 
more "positive" programming can be brought in. The aversive tech- 
niques that are most common in these situations include: mechani- 
cal restraint, noxious stimulation by taste (lemon juice, tooacco), 
noxious stimulation by smell (ammonia, smelling salts), noxious 
stimulation by loud noises (white noise, fog horns, shouting), 
application of water spray, force feeding and contingent electric 
shock (faradic stimulation). 

There are other practitioners who believe there are effective 
non-aversive alternatives to aversive stimulation, even in the most 
difficult of cases. This group of practitioners feels it is unethical to 
proceed with an aversive when there are gentle and equally effec- 
tive alternatives. 
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Currently, both schools of behaviourisni are practised in 
Canada and the profession continues to debate the efficacv and 
ethics of the use of aversivos. But it is more than just a clinical 
debate: there are legal ramifications and considerations that must 
be considered by both the legal advocates for people with develop- 
mental handicaps and by the practitioners. This chapter will ex- 
plore several legal avenues that might be taken by lawyers and legal 
advocates who propose to challenge the use of aversives on people 
with developmental handicaps. 

The focus here will be on the aversive known as contingent 
electric shock. It is a technique that is seen by some to be more 
intrusive than the other aversives "in that the ^uTected treatment 
levels are likely to be acutely painful rather than merely uncomfort- 
able or unpleasant."' Although the following arguments might be 
raised against any of the aversives, the procedure most likely to 
attract judicial intervention is contingentelectric shock. If success- 
ful, a precedent would be set for attacking other less extreme form s 
of aversive stimulation. 

The authors premise the following arguments on a fact situ- 
ation in volvi ng a person who is, practically or in law, "incompetent" 
to refuse the aversive. It is assumed that all questions relating to 
competency have been addressed first. 

The legal advocate acting on behalf of an "incompetent" 
person being subjected to the av(?rsive can proceed, not from a 
position of vested interest, but from the logical position that the 
client would refuse the aversive if he/she could. By definition, an 
aversive is something an individual would avoid if the inaividual 
could,^ 

This chapter will discuss three legal arguments that can bo 
advanced against the non-voluntary use of contingent electric shock 
for purposes of behaviour modification. These arguments are: 

I. that the use of such a technique is proscribed by section 12 of the 

Chartjr of Rights and PVeedoms {'i^veryone has the right not to 
be subjected to any cruel and unusual treatment or punish- 
ment"). 

II. that sufficient consent could nov(?r be ol)taine(l for such a tech- 
nique because itis not a therapeutic procedure (the principle in 
the case of Fi:;c');^an(l 
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IIL that section 7 of the Charter, which guarantees that everyone 
has the right to life, liberty and security of the person and the 
right not to be deprived thereof except in accordance with the 
principles of fundamental justice, would proscribe such a tech- 
nique because it is not the least restrictive course of action 
available, and because its use may be nothing more than pun- 
ishment. 

The arguments below are mere outlines: they are not blue- 
prints for challenges, nor are they comprehensive constitutional 
law analyses. We shall raise the legal issues and in so doing, dem- 
onstrate how a legal challenge might be mounted. 

L Cruel and Unusual Treatment or Punishment 

The Canadian Charter of Rights and Freedoms should prove to be 
a useful tool in the hands of legal advocates challenging the use of 
certain typps of "therapeutic" activity,'* A Charter challenge in- 
volves a two-stage process. First, theapplicantmustestablish on the 
balance of probabilities that an act of government has directly, or 
indirectly, through its eflTect," violated the Charter right of an indi- 
vidual. Then, the party seeking to uphold the violation must dem- 
onstrate that the violation (or "limit") can be reasonably justified. 
Fundamental to a Charter attack is that there must be something 
done by government, or pursuant to statute, that can be attacked. 
In our fact situation, someone is proposing to consent to an aversive 
on behalf of an incompetent person. That substitute decision maker 
must draw his/her/its authority from cither statute or the common 
law. Only where the treatment authority flows from statute can the 
Charter be invoked.^ Therefore, decisions made on behalf of adults 
by committees (pursuant to the ivfental Incompetency Act) could be 
challenged by attacking the legislation purporting to give such 
power. 

Section 12 of the Charter provides that everyone has the right 
not to be subjected to any cruel and unusual treatment or punish- 
ment. There has been little judicial consideration of what this right 
encompasses. Almost all reported decisions have dealt with punish- 
ment or disposition in a criminal context. The exact scope of the 
word "treatment" in this guarantee as applied to problem behaviour 
that is not criminal is judicially undetermined. 
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The American judiciary is prepared to give an expansive 
meaning to the words "cruel and unusual punishment*' when inter- 
preting American constitutional guarantees. The case o^Wehch v. 
Likins^ involved a class action by six residents with developmental 
handicaps of various Minnesota mental health facilities regarding 
treatment and conditions in the hospitals. The Court held (among 
other things) that the constitutional stricture against cruel and 
unusual punishment is not restricted solely to particular kinds of 
punishment, but also applies to mere confinement to an institution 
that is characterized by conditions and practices so bad as to be 
shocking to the conscience of reasonably civilized people. 

The American Eighth Amendment only proscribes cruel and 
unusual punishment. The Canadian Charter guarantee encom- 
passes both treatment and punishment. One can easily speculate, 
then, that if institutional **practices" are embraced by the American 
stricture, "treatment or punishment'' will receive at least an equal 
interpretation by our Courts.*^ 

What might constitute cruel and unusual treatment? What 
would be the elements of a test? Unfortunately, we can only look to 
thevarious tests dev( loped in criminal case law. The best statement 
of the various factors or components of a test that might be consid- 
ered can be found in the case of R. v, Langevin,^ Making the neces- 
sary changes for the focus of this discussion, the following might be 
considered: 

1, Is the treatment such that it goes beyond what is necessary to 
achieve a legitimate treatment aim? 

2, Is the treatment such that it has no value in the sense of some 
therapeutic purpose? Is it punishment or rehabilitation? 

3, Is the treatment unnecessary because there are adequate alter- 
natives? 

4, Is the treatment unacceptable to a large segment of the popula- 
tion? 

5, Is the treatment such that it cannot be applied upon a rational 
basis in accon nee with ascertained or ascertainable standards? 

6, Is the treatment in accord with public standards of decency or pro- 
priety? 

7, Is the treatment unusually severe and hence do^n ading to human 
dignity and worth? 
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The Court was silent on what weight was to be given to individual 
components of the test. Thus, it is open to creative argument as to 
when a section 12 infringement crystallizes. 

These criteria could be argued r<?ing evidence of clinical 
practice. Two of the criteria deserve mencion here. 

Alternatives to contingent shock do exist (criterion three), but 
their adequacy and availabil ity in a specific situation are dependent 
upon expertise and resources,'** However, it is nov/ ireneraliy con- 
ceded in the profession that alternatives can and do exist 

Another critical element of theLan^'em/i testis the considera- 
tion of whether the procedure can be conducted within the stan- 
dards of practice created by psychologists and sanctioned by the 
governing bodies. In many cases, it appears the answer is "no," The 
decision to use contingent shock often comes at a crisis point where, 
because of emergency, the examination of less restrictive alterna- 
tives or the existence of the proper clinical environmental condi- 
tions become moot considerations. In such cases, the use of contin- 
gent shock has bypassed the systematic process of clinical review, as 
the standards of the profession would dictate. 

Assuming that one has passed the first stage in the process, 
that is, a court has been convinced that the use of contingent electric 
shock passes the test of "cruel and unusual," then the court will 
engage in a scrutiny of the possible justifications for infringment of 
the right. This is done pursuant to section 1 of the Charter. That 
section reads: 

The Canadian Charter of Rights and Freedoms guarantees 
the rights and freedoms set out in it subject only to such 
reasonable limits prescribed by law as can be demonstrably 
justified in a free and democratic society. 
We will notenterinto an analysisof section 1 {Charter)case law. The 
Supreme Court of Canada set out a detailed analysis of what is 
required under section 1 of the Charter in the case of Rv.Oakes,^^ 
Briefly, the party bjeking to allow contingent shock would be 
bound to prove that the objective served by the existence of such 
form of "treatment" is of sufficient importance to override the 
constitutional right. Second, the party trying to uphold the use of 
the aversive would have to sliow that the objective and means 
chosen to advance it (a) are carefully designed to achieve the 
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objective in question, (b) impair as little as possible the right not to 
be subjected to such treatment and (c) must be proportional to the 
effects of allowing such treatment. 

If the thrust of the case for the applicant is simply that an 
alternative must be chosen as the course of treatment, then the fact 
of the existence of a less restrictive course may be the entire focus 
of the section 1 argument. If it can be shown that the positive alter- 
native was never tried in earnest, then the state cannot justify im- 
pairing the section 12 rights of anyone, especially when it is 
treatment and not punishment that is in issue, 

IL "Eve'* and the Sufficiency of the Consent 

The Supreme Court of Canada rendered a judgment in the case of 
Eve on October 23, 1986, ''*In a unanimous decision, the Court held 
that it would not rely on its parens patriae jurisdiction to order a 
non-therapeutic sterilization for someone who was unable to con- 
sent to or refuse the procedure. In the absence of the affected 
person's consent, it can never be safely determined that non- 
therapeutic sterilization would be for the benefit of that person. 
Although the decision in the case is confined to the facts in Eve, the 
judgement implies that a third party cannot ever consent to any 
non-therapeutic procedure.''* 

The issue is simply this: although the practitioner has the 
parent (in the case of a chM) or the committee (in the case of an 
adult) willing to give consent to the aversive procedure, is the 
consent sufficient in law for such a procedure? The answer depends 
on whether aversives in general or in the particular circumstances 
of a case can be characterized as the rapeutic or non therapeutic and 
whether the aversive in question is olearly necessary for the sake of 
the person's well-being. 

Simply because a procedure offers relief from a problem does 
not necessarily make it therapeutic. This matter was dealt with by 
Mr, Justice Wooc' in the case oi^Re K,. a decision of the Supreme 
Court of British Columbia, released January 31, 1985. That was a 
case where the mother of a child with a severe handicap asked the 
court to sanction her decision to have a hysterectomy performed 
her daughter. There was evidence that t})e dau^jhter had anxiety 
and phobic reactions to the sight of her own blood. Her mother 
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soughtthe hysterectomy to preventthe onset of menses, Mr, Justice 
Wood indicated that the decision would be less complex if the pro- 
posed treatment were therapeutic. However, it was decided that in 
the case of a non-therapeutic procedure, a rigorous test must be 
passed by the third party proposing the treatment. 

The Court launched into a discission of the treatment to £. - 
certain if it truly was therapeutic or not. Medical opinion was called 
and it was divided. One doctor was of the opinion that the operation 
could not be considered therapeutic because it would not traat an 
existing illness. Other doctors took a broader view of the concept of 
treatment. The Court took note of the report of the Law Reform 
Commission of Canada, Working Paper No, 26 (1980): 

Although the notion of therapeutic and non-therapeutic is 
broadly invoked in medical practice, the difference in fact 
between them is often obscured ... There is no ready solution 
to the overlapping borders of treatment and non-therapeu- 
tic interventions. Decisions should be made on a case-by- 
case basis. 

The Court went on to find that whether or not a procedure would be 
classified as therapeutic involves consideration of a number of 
factors, including a balance of the potential risks and benefits. He 
went on to find that since the hysterectomy was being proposed to 
counter future anxiety, the procedure could not be regarded as 
therapeutic. The Court was cognizant of a plan proposed by the 
trusteewherein a desensitization program could be designed to help 
the ch . i overcome her fear of blood. Under the circumstances, the 
mother's application was denied. 

This decision was subsequently overturned by the Court of 
Appeal of British Columbia.^'' That Court indicated that the matter 
must be decided using tne "best interests of the child test" and felt 
the distinction between therapeutic and non-therapeutic was of 
little relevance. 

There is a case to bu made that faradic stimulation, or 
contingent electric shock, is nothing more than punishment and, 
therefore, cannot be considered at all. If it is punish- 

ment and not treatment, then it is not therapeutic. 

The psychology profession u.ses the term "punishment" to 
refer to many of its techniques, Ontario's Behavioural Standards^'' 
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refer to contingent electric shock as, 

a punishment procedure in which an aversive electrical 
stimulus is briefly applied (eg,, to the bare skin of the leg or 
forearm for a one-second duration) immediately followip.g 
the occurrence of a predefined response, wiv.h the goal of 
decreasing the future probability ofthatrespoiisc, (Empha- 
sis added) 

This concession by the psychological profession begs the following 
question: can a punishment technique be considered therapeutic? It 
can be argued that a therapeutic procedure is something quite 
different from a punishment procedure in that the two procedures 
have quite different goals. The psychologist Edward Carr referred 
to the use of aversive approaches, such as contingent electric shock, 
as crisis management', therapeutic intervention, in contrast, is the 
replacement skill building that is conducted to provide the individ- 
ual with a functional alternative for the maladaptive behaviour,*" 
Given this reasonin^^, it is argued that in the absence of the 
informed consent of an individual, a third party could never be in a 
position to give substitute consent for a procedure that is of doubtful 
therapeutic nature. For the same reason, and because of the 
presence of alternatives, neither would the Court be in a position to 
allow a procedu'*'^ to which an individual would, arguably, not 
consent (if in a position to so do), 

III. Security of the Person and the Right to Treatment 

A Charter argument could also bo raised using section 7: 

Everyonehasthe right to life, liberty and secuiityoftheper^ 
scTi and the right not to be deprived thereof except in accor- 
dance with the principles of fundamental justice. 

It is generally agreed that this section guaranteeing the right to 

security of the person would cover a punishing behavioural tech- 

nique.^'^ 

It is still early in the development of the judicial interpreta^ 
tion of our constitution. The precise nature of the guarantees in 
section 7 are still a matter of legal conjecture. One important 
doctrine developed under the comparable American constitutional 
guarantee, the P'nurteenth Am(M)dment's "due process" guarantee, 
has been the "right to treatment'* doctrine. A synopsis of a leading 
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case in the area will conveniently suTnniarize the doct ine, 

Wyatt V. Stickney^^ was a class action brought £*f{ainst three 
Alabama facilities for people with mental handicaps, Alabama had 
the worst spending record per patient in the entire United States, 
All the residents involved in the action had been civilly committed, '-^^ 
The Court held that *'the purpose of involuntary hospitalization for 
tniatment purposes is treatment and not mere custodial care or 
punishment To deprive any citizen of his or her liberty upon the 
altruistic theory that the confinement is for humane, th'^^rapeutic 
reasons and then fail to provide adequate treatment violates the 
very fundamentals of due process,*' 

Lower American courts have expanclv'^d and used this doctrine 
in various ways: due process requires that a state place persons com- 
mitted for a mental illness in the least restrictive setting available 
consistent with legitimate safety, care and treatment objectives, ^'-^ 
Where treatment in a hospita' is more restrictive of liberty than 
treatment in community-based facilities, the failure to provide the 
latter constitutes a deprivation of liberty in violation of the Four- 
teenth Amendment,'-^'* In Welsrh v. Likins, noted above, the court 
held that certain practices, such as physically restraining for 
control v/ithout first attempting less restrictive measures may have 
infringed the rights of the patient,?. 

The Supreme Court of the United States has been quite con- 
servative in its interpretation of the **due process** clause and what 
it means to persons civilly committed in terms of their treatment. 
Although it has not specifically rejected th^^ notion of "the least re- 
strictive alternative," it has resisted making a finding that such a 
right is entrenched in the American Constitution, All the Court 
seems to have done is confirmed that civilly committed persons have 
a right of access to a bas e level of habilitative treatment, l']ven the 
extent of that right is unclear. The response has been thtit all but 
three legislatures in the United States have enacted mental health 
legislatiur limiting state action, '-^"^ The Supreme Court of th United 
States has yaid, in an earlier pronouncement unrelated to mental 
health law, that 

even though the governmental purpose ho legitimate and 
substantial, that purpose cannot be pursued by means that 
broadly stifle fundamental personal liberties when the end 
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can be more narrowly achieved. The breadth of legislative 
abridgment must be viewed in the light of less drastic means 
for achieving the same basic parpose/^''* 

In Ontario, services rendered pursuant to the Child and 
Family Services Act (1984) are subject to the stated purpose in 
section 1 of the Act that "the least restrictive or disruptive course of 
action that is available and is appropriate ... should be followed,"'^'' 
The principle must be applied in concert with other stated principles 
and all are subject to the paramount objective, which is to promote 
the best interests, protection and well>being of children, '-^^ 

For adults who are having decisions made by a third party, 
there is no legislation that insists that the least restrictive alterna- 
tive is a guiding principle in substitute decison making. 

Section 7 of the Canadian Charter is more expansive than its 
American counterpart. There are indications that the *' 'ght to 
treatment doctrine" will work its way into our lavv. Certainly, the 
legislative trend seems to be that the "least restrictive alternative" 
aspect of the doctrine is an idea whose time has come. 

In the recently decided case of Philip Joseph Grady v. The 
A,G. for the Province of Ontario et ai, a decision of the Supreme 
Court of Ontario, handed down 12 January 1988, Mr, Justice Cal- 
laghan restates the basic "right to treatment" doctrine without ever 
defining it and without any reference to the Charter. That case 
involved a habeas corpus application brought by Mr, Grady, Mr, 
Grady was on a Lieutenant Governor's warrant after having been 
found to be not guilty by reason of insanity of a.i indictable offence, 
I'^ollowing a warrant hearing, he was transferred to the secure 
treatment centre at Penetangiiishene from Brockville Psychiatric 
Hospital apparently for no mnson that hnd been raised at the 
warrant hearing. The ('ourt found thai tho transfer to Penetan- 
guishene was counterproductive from a treatment point of view. 
Ther(j he received no treatment and had no psychiat rist. The Court 
found that this was tantamount to a denial of liberty. 

Kxceptin the unlikely (jventtliatho is discharged absolutely 
by the LieutcMiant Governor under s. 54r)(l)(b) of the Cnmi-^ 
nal Code witfiout a supporting recommendation from iho 
Honrd, Mr. Grady will he deprived of complete^ liU^rty until 
he is pronounc(jd "recovered.'* Thus his right to liberty, 
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given our current assumptions about treatment of mental 
illness, hinges on his access to treatment for his illness, A 
denial of treatment might be reasonably justified if there 
was evidence of a need to protect the public which could nut 
be metat Brockville, but that is not the case here. In effect, 
therefore, to thu extent that ho is denied treatment oppor- 
tunities, he is indirectly deprived of liberty. 
Mr. Justice Callaghan is saying that if one's liberty rights are re- 
stricted, then one must be given th(i treatment opportunity one 
needs to end that restriction. 

How can this be of aid in an argument concerning aversives? 
The f;ist of one argument is this: if we are going to use these 
techniques on an unwilling individual (liberty infringement), then 
the individual must also bo given access to whatever eventual 
treatment is needed to be free from the aversive (regain his/her 
liberty). If that "other ' treatment is not available, or if the patient 
is not amenable to the other treatment, then the use of the aversive 
is nothingmore than punishment, a mere symptom suppressor, and 
contrary to section 7 of the Charter. 

Contingent electric shock in itself is a moans to a very limited 
end. It is a behaviour suppressor. Theoretically, once the behaviour 
is gone, that aspect of the "treatment" is finished. Many recipients 
of aversives are candidates for more aversive therapy very soon 
after the original application, and many have to be maintained on 
programs that include the continuing use of aversives. In short, 
many recipients are never truly free from the aversive — - they never 
regain their liberty. In such cases, it couid be argued that the 
technique should never have been employed in the first place. 

As argued above, contingent electric .shock is a form of crisis 
manapoiTient, In isolation, neither shock nor the other aversivescan 
be said to be treatments that purport to end restrictive procedures. 
It is other programmatic elements drawn from the patient's envi- 
ronment that eliminate the use of restrictive and \\ trusive proce- 
dures. Elements such as an enriched environment, habilitativc 
programming to repine Hhc function of the inappropriate behaviour 
and careful promotion of generalization and maintenance are the 
true factors that free the individual from the restrictive setting. 
If there is success in persuading a Court that there has been 
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a violation of the guarantee of security of the person, the Court 
would then review the legislative authority permitting the intru- 
sion against the prnciples of fundamental justice. The principles of 
fundamental justice are found elsewhere in the enumerated guar- 
antees in the Charter and also in the basic tenets of our legal 
system. Put simply, does the legal authority to consent to such 
"treatment" on behalf of someone else, a "treatment** that compro- 
mises an individual's right to security of the person, accord with the 
fundamental freedoms laid down in our Constitution? 

Obviously, it can be argued that such authority effectively 
contravenes another section of the Charter (the right not to be 
subjected to cruel and unusual punishment) and also contravenes a 
constitutionally protected "right to treatment/' It is also arguable 
that the right to treatment embraces the principle of the least 
restrictive form of treatment and that there are alternatives to the 
aversives. 

As outlined above, a Charter challenge also involves a discus- 
sion of section 1 of the Charter: one party may wish to defend the law 
that allows the section 7 violation. Once again, if the existence of 
effective alternatives h as been proven, then the law that permits the 
use of the aversive alternative could not be saved under section 1, 
as there is another way of achieving the objective of the law without 
restricting the section 7 rights of the individual. 

Conclusion 

In this chapter, we have explored three possible lognl arguments 
that might be raised to stop the use of a particular aversive theraj^y " 
(contingent electric shock) on an unconsenting individual. The 
three approaches are not discrete and a real legal challenge would 
involve the interplay of all the issues raised here. 

Of course, there are other possible legal approaches. For ex- 
ample, the Criminal Code may ultimately prove to be the vehicle for 
judicial scrutiny. 

What is essential is that both practitioners and lawyers see 
the role tlie law may play in the controversy over the use of 
aversives. Legal advocates will be playing a central part. On tliis 
point, th(^ closing words from Mr, Justices La Forest of the Supreme 
Court in the ease of Eve deserve some attention: 
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In conducting these procedures, it is obvious that a court 
must proceed with extreme caution, otherwise, as 
MacDonald J. noted, it would open the way for abuse of the 
mentally incompetent. In particular, in any such proceed- 
ings, it is essential that the mentally incompetent have 
independent representation. 
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Aversives: Differential "Treatment" 
for People with a Mental Handicap 



S, Dulcie McCallum 



One of the most invasive methods of suppressing self-injurious and 
aggressive behaviour in institutionalized people who are mentally 
handicapped is the electric prod, known to professionals as a 
"faradic stimulator/* Members of the institutional population in 
Canada who receive tliis procedure do not consent to its use. There 
is no statutory authority that speciftcally empowers parents, insti- 
tutional administrators or public trustees/official guardians to 
consent to the use of aversive techniques on behalf of a child or a 
person deemed incompetent (for whatever reason)^ Nor, however, 
are there any Criminal Code provisions that specifically protect 
those who administer aversive procedures, the "abusers,"^Still the 
practice continues. Those administering the punishment continue 
to rely on a consent that may be less than legally satisfactory. How- 
ever, there are a variety of legal sources that the perpetrators will 
seek to rely upon as "law,** These vary from medical consents to 
common law rights or parents, from child welfare protection legis- 
lation to guardianship statutes, and so on. Whether or not thosv. 
provide any actual authority for the use of an aversive is question- 
able. In addition, whether or not these laws provide equal protection 
or benefit for those who are mentally handicapped in this situation 
is an issue that must be addressed. 
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What are analogous situations where an aversive technique 
could conceivably be utilized to suppress a challenging behaviour? 
The proponents of aversive techniques recommend their use for self- 
destructive or aggressive behaviour. Examples of self-abusive 
behaviours among the general population are alcoholism, drug 
abuse and cigarette smoking. Examples of aggressive behaviour are 
sexual assault, child abuse, common assault and murder. The use of 
an electric prod to 'treat" an alcoholic, a smoker or a child molester 
conjures up images of torture unlikely to be tolerated by the public 
or to withstand a Charter challenge to such a dehumanizing 
technique. 

Children or adults with handicaps in the civil care and 
custody of the state are there by legislative authority, often parental 
consent, and their status is subject to review by a superior court 
under its parens patriae jurisdiction,'* In the case of adults, the 
probable authority for institutionalization, when there is any, is a 
committeeship order to manage property. It is likely that the courts 
will question whether or not this provides authority to use an 
electric prod.'^ Regardless of the reason for the institutionalization 
of a person and regardless of the nature of that person's aberrant 
behaviour, the only group of people subjected to aversives are those 
who are diagnosed as "mentally retarded, developmentally delayed, 
or intellectually impaired," Though it is difficultto have confirmed 
officially, it is suggested that there are no examples in Ontario, or 
indeed in the whole of Canada, whore the electric prod is used on any 
population of children or adults who arc not labelled mentally or 
intellectually impaired. There are, on the other hand, many chil- 
dren and adults with similar challenging behaviour:^ who are not 
being treated with the electric prod but are instead being cared for 
with such methods as *'gentle teaching,"'' 

A thoughtful article by B. Weagant and D, Griffiths^' explores 
aversives in the light of section 7 of the Charter, which guarantees 
the right to life, liberty and security of the person, and section 12, 
which protects a person from cniel and unusual punishment and 
treatment. The authors explore the therapeutic versus non-thera- 
peutic distinction in discussing the test for third-party consent to 
this so-called treatment. The equality rights section (section 15) of 
the Canadian Charter of Rights and Freedoms raises atiother issue 
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with regard to aversive procedures being used solely on people who 
are mentally handicapped. 

In Ontario, the Child and Family Services Act, 1984'^ defines 
"intrusive procedure" as: 

(i) a mechanical means of controlling behaviour, 

(ii) an aversive stimulation technique, or 

(iii) any other procedure that is prescribed as an intrusive 

procedure." 

Arguably, this definition contemplates the other examples cited as 
aversivesand will receive broad interpretation. In PartVI oftheAct, 
a process is outlined that permits the minister of community and 
social services to establish, operate, maintain or approve programs 
for treatment, but only for children. "A court order is required for 
commitment to a secure treatment program."^ Prior ministerial 
approval is required for a service provider to administer psy- 
chotropic drugs and intrusives." The Act concedes that the legisla- 
tion is designed: 

1. to cover only treatment programs for children with a mental 
disorder that is defined as "a sub.>,tantial disorder of emotional 
processes, thought or cognition which grossly impairs a person's 
capacity to make reasoned judgements";''^ and 

2. only for programs t\\i t "impose continuous rentrictions ... on the 
liberty of the childrc.i."'-'' (Emphasis added) 

Remarkably, only a few of the sections in this part have been 
proclaimed and these do not include the sections that authorize and 
govern the use of "faradic stimulation." For purposes of our Hiscu-s- 
sion, the only relevant proclaimed sections are section 108, the 
interpretation .section; sections 120-122, dealing ,'ith secure isola- 
tion; section 123, which establishes an interdisciplinary review 
team to consider the use by service o'-oviders of intrusive procedures 
authorized by the mini.ster under section 124 (although section 124 
is not yet proclaimed); and sections 127-129, which outline addi- 
tional functions for the review team and the role of the Professional 
Advisory Board. Despite the fact that the empowering sections 
having been proclaimed, the review team and the Professional 
Advisory Board have not been appointed. A recent request of the 
Clerk of the Legislative Assembly confirmed thai no Orders-in- 
Council have been sit?ned in 1988 to proclaim any further sections 




134 



The Language of Pain 



in this Part"* 

The reality of the situation is that the use of aversives by 
therapists working in government-operated and funded facihties is 
notbeingapproved under this legislation though the mechanism for 
doing so has been on the "books" for over four years. Though no 
legislation requires it, the person seeking to use the electric prod is 
required de facto to apply to the minister. The latter, relying on the 
professional advice of an appointed council, always reviews a 
situation piior to authorizing the use of the electric prod. It is 
generally accepted that it cannot be used without ministerial per- 
mission, often obtained through his or her deputy. Scrutinizing the 
administrative practices of the minister is more difficult if the 
practices are not in accordance with a statute, especially one that 
appears to be vulnerable to a challenge under the Charter, One 
cannot help but be cynical, therefore, about why the legislation has 
not been proclaimed. 

It is important to note in this analysis that the minister's over- 
reliance on medical professionals in deciding when to use aversives, 
and the adoption of that model in the legislation, perpetuates the 
dominance of medical persons in decisions affecting people with an 
intellectual impairment. The decision to use an electric prod on a 
child or an adult is one that is predominantly legal and ethi^ial. It 
ought to be treated as such by those in a position to approve (and any 
legislation purporting to authorize) its use. 

Whether or not the legislation is proclaimed at the time a chal- 
lenge to the use of aversives is launched, it is suggested that the 
practice of proddingpeople who are mentally handicapped and who 
have challenging behaviours infringes the equality section of the 
Charter, Section 15 has not been judicially interpreted by the 
Supreme Court of Canada at the t^me of writing,*'' However, a brief 
consideration ofthekind of argument that mightbe advanced to the 
Court in such a challenge is as follows. 
Section 15 of the Chartvf states: 
Every individual is equal before and under the law and has 
the right to the e(jual prote^ction and ecjual benefit of the law 
without discrimination and, in particular, without discrimi- 
nation based on .,. mental or physical disability. 
This section is designed to j)rotect the rights of traditionally disad- 
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vantaged groups. Treatment in the past of those considered men- 
tally handicapped made them a logical and appropriate category of 
persons to be specifically protected by section 15,*^ For particular 
conduct to be governed by the Charter, it must b: authorized, 
condoned or controlled by government At this time, the specifics of 
how the use of electric prods is managed by the minister and his or 
her department officials are uncertain. There can be no doubt that 
thoir use within state facilities is sanctioned by the government and 
as such is subject to review under the Charter, The wording of the 
section in the constitution dictating the application of the Charter 
states: 

This Charter applies ,,, (b) to the legislature and government 
of each province in respect of all matters within the authority 
of the legislature of each province, 
Constitutional authority over hospitals, health professionals and 
institutional standards has long been considered to fall within pro- 
vincial jurisdiction The matter under review need not be legisla- 
tion but may be the conduct of government departments, represen- 
tatives and officials,*^ 

There can bft little doubt that use of the electric prod on this 
restricted, labelled population demonstrates unequal protection 
and benefit before and under the law based on mental disability. 
Though evidence of people with equally destructive behaviour who 
are not given similiar treatment could be put before a court to 
accentuate the discriminating nature of this conduct, it is strongly 
suggested that this approach is unnecessary. To require the exis- 
tence of a comparable group to establish a distinction based on 
**mental disability" is to ignore the reality of past and present 
legislative and societal prejudice. Avoiding that inquiry may also 
assist the court in resisting the misguided '^similarly situated" test. 
The flaw in that test has been noted by the Ontario Court of Appeal 
when it saiH, 

It is nr; always clear whether persons r/rc or are not similarly 
situated, and whether, even if they are not, this is relevant to 
a section 15 inquirv .,, Itis usually possible to find differences 
between classes of persons and, on the basis of these differ- 
ences, concluvlo that the persons are not similarly situated. 
However, what are perceived to be "differences" between 
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persons or classes of persons could be the result of stereotypes 
based on existing inequalities which the equality provisions 
of the Charter are designed to eliminate, not perpetuate/-^" 
It is strongly urged that no defense can be found in evidence 
demonstrating that all persons who are mentally handicapped with 
challenging behaviours receive this abuse. To permit such a defense 
under section 15 would ignore the reality of past discrimination and 
beg the fundamental question underlying the inequality, 

Wliat is essential in this analysis is to consider the section 15 
argument in light of the violation ofother sections of the C/iaricr, in 
this case sections 7 and 12 specifically,^* The Charter is intended to 
be read as listing specific rights and freedoms and as embodying a 
value structure gleaned from a reading of the whole,^^ Where a 
particular legal right such as section 7 (life, liberty or security of the 
person) is denied, and the denial is done on the basis of an 
enumerated ground, such as mental disability, then an infringe- 
ment of section 15 crystallizes. Worded another way, a prima facie 
case is established under section 15 where an individual is denied 
his or her right to liberty and security of the person by being 
assaulted with the electric prod, and that denial resulted from the 
person being labelled mentally handicapped. 

The prominence of section 15 and the interrelationship be- 
tween rights and freedoms in the whole of the Charter cannot be 
ignored, Itis not enough to discover aprAma/ac/e case of a legal right 
or a guaranteed freedom. The impact on the involvement of other 
sections will greatly enhance a constitutional challenge. This en- 
hancing quality of the rights and freedoms throughout the Charter 
is reflected in the comments by Madam Justice Bertha Wil son i n the 
Morgentaler case where she stated: 

I believe, therefore, that a deprivation of the section 7 right 
which has the effect of infringing a right {.Guaranteed else- 
where in the Charter, cannot be in accordance with the 
principles of fundamental justice.^** 

A complimentary argument can also be advanced, Wliere any 
section of the Chartet is infringed, there is a prima fade case of 
unequal benefit or protection before or under tlie law as indicated 
in section 15, The law in this case is thnt found in sections 7 or 12 
of the Charter. Where unequal treatment under those sections is 
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made on the basis of an ennumerated ground, the onus on the 
applicant is satisfied. This is in addition to any argument advanced 
against the "law" being the impugned legislation or government 
action initiating the inquiry into the inequality. 

In the case involving aversives, the section 7 challenge 
advanced in Weagant and Griffiths's article can be conclusively 
determined because their use also offends sections 12 and 15, The 
involvement of other sections of the Charter means the conduct does 
not accord with the principles of fundamental justice. Similarly, 
when the infringement of sections 7 and 12 involves people who fall 
within a category of persons, such as those with a mental handicap, 
it will automatically constitute a section 15 infringement. 

Can the proponents of this punishment find a successful 
defense to the infringements of sections 7, 12 and 15 in section 1 of 
the Charter? That section provides: 

The Canadian Charter of Rights and Freedoms guarantees 
the rights and freedoms set out in it subject only to such 
reasonable limits prescribed by law as can be demonstrably 
justified in a free and democratic society, 
Ifthe court accepts that a prima facie case has been established that 
to use an electric prod on an institutionalized person who is 
mentally handicapped is contrary to any or all of sections 7, 12 and 
15, the onus would be on the government to justify the practice. The 
Supreme Court of Canada has consistently applied the R, v, Oakes 
two-pronged test under section 1: 

1. the objective which the legislation is designed to achieve 
must relate to concerns which are pressing and substantial; 
and 

2, the means chosen must be proportional to the objective 
sought to be achieved,^'* 

Three components to the second part of the test, that of the 

proportional relaiionship, have been idontified: 

First, the measures adopted musi, be carefully designed to 
achieve the objective in question. Tl)oy must not be arbitrary, 
unfair or based on irrational considerations. In short, they 
mUvSt be rationally connected to the objective. Second, the 
means, even if rationally connected to the objective in the first 
sense, should impair as "little as possible*' the right or freedom 
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in question ... Third, there must be a proportionality between 
the effects of the measures which are responsible for limiting 
the Charter right or freedom, and the objective which has 
been identified as of "svflFicient importance. "^^'^ 

It is submitted that there is no legal authority for the use of 
any aversive. It is submitted that for the government to authorize 
such conduct would require very specific statutory language. Sec- 
tion 1 requires that any limit placed on a right or rights under the 
Charter must be prescribed by law. That requirement is not met. If 
the legislation in Ontario is proclaimed in due course, then it may 
qualify as such but only in the case of children. It would then be the 
impugned legislation under review. In the absence of such a 
legislative framework, the Court may still be convinced that the 
state has the authority to consent to such procedures on behalf of 
children or persons deemed incompetent in their care. This is 
unlikely, as was previously discussed. Even if that is the case, 
however, it is submitted that the test in (Jakes cannot be met. That 
test will require those seeking to justify t^ is practice to demon- 
strate: 

1. that the limits being placed on the right to security of the person, 
the right not be subjected to cruel and unnsal punishment and the 
right to the equal benefit and protection before and under the law 
are reasonable. To make out the test of reasonableness, it is 
suggested that the state will have to show that the use of an 
electric prod is not punishment, that it is a treatment, that it is 
the treatment of choice, that it is a treatment of last resort and 
that it i.s the least restrictive and least invasive alternative of the 
treatments available; 

2. that the extent to which the individual's rights are being infringed 
is as little as possible. A person's right to he inviolable and free 
from assault is unquestioned. The electric prod involves a 
repeated, frequent electrical shock. Given the fact that there are 
very few institutions and therapists who use the electric prod and 
given that there are si ccessful alternatives that do not involv(i 
punishment or physical abuse, the likelihood thatthe effect of this 
procedure can be minimized to meet this portion of the test is nil; 
and 

3. that the end justifies the means. There can he little doubt that to 
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assist people with challenging needs to discard difficult behav- 
iours, particularly those that are self-abusive, is an important 
objective. However, in doing so, it is essential to avoid using a 
method that continues to perpetuate e age-old attitude that 
persons who are mentally handicapped are devakied individuals 
entitled to somethingless than those who are not mentally handi- 
capped. It is important to recognize that these individuals are 
entitled to a therapy that does not merely replace one painful 
experience with another with no long-term benefits. The medical 
community has managed to convince some governments that the 
electric prod '^treatment" has some legitimacy and ought to be con- 
done.c and approved. To permit the medical community to use this 
type of technique on a population historically held hostage by 
therapists sets a dangerous precedent and leaves open the possi- 
bility of attitudinal regression,'^'' 

People who are mentally handicapped are on the threshold of 
being recognized for the contribution they make to society. The 
extent to which thatcontribution has been recognized and respected 
to date, however, is marginal. Through the deinstitutionalization 
movement, people previously restricted to large, locked, segregated 
settings are moving into the community. While it is recognized that 
the closure of these facilities cannot take place over night, in the 
interim, humane treatment must be provided to those awaiting 
release. It is imperative that the use of aversives, particularly the 
electric prod and the technologically advanced "big brother weapon" 
known as SIBIS(Self-Injurious Behaviour Inhibiting System), most 
easily described as headphones containing an electric shock system, 
be denounced and discontinued. 

Only through immediate government action can a Charter 
challenge be avoided. This differential treatment based on a label 
can no longer be tolerated. It would be difficult to conceive of a more 
blatantexample of a discrepancy in how we treat a particular group 
of people based on an ennumerated, prohibited ground. It serves as 
a prime example of the objective underlying the proclamation of the 
equality rights section of the Charter, 

In the end, if the courts are invited to enjoin the state from 
approving the use of aversives, when the electric prod strikes, the 
Charter will light up like a Christmas tree. 
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NOTES 



1. The only possible exception is tho guardianship legishition in 
Alberta; Dependent Adults Act, R.S.A. 1980, c I)-32. The reason 
is that court orders under that Act must specify each power 
granted to the Conunittee. If the order is siL^nt regarding the use 
of aversives, presumably the person acting as a committee does 
not have the authority to consent to their use. 

2. Charges of common assault can be laid against those using the 
electric prod. The availability of a defense under s. 43 of the 
Canadian Criminal Code has all but been obliterated by the case 



of Ogg^Moss V. The Queen (1985), 6 C.H.R.R, D/2498 (S.CC). In 



that case, a mental retardation counsellor was charged with 
common assault for hitting one of his chargees. He invoked a 
defense that as a mental retardation counsellor he stood in the 
shoes of a parent and that an adult with a mental handicap could 
be viewed as a child, entitling him to use force by way of 
correction. The court rejected this defense. Though the court 
restricts its comments to assault in the context of correction and 
witholds comment where assault is for self-defense or treatment, 
it is adamant that; 

One of the key rights in our society is the 
individual's right to be free from unconsented inva- 
sions c 1 his or her physical security or dignity and 
it is a central purpose of the criminal law to protect 
members of society from such invasions (at p. D/ 



It would be for the accused to demonstrate authority to perpe- 
trate the assault as a treatment. Neither could reliance hf placed 
on s. 45 of the Criminal Codc^ which protects physicians in situ- 
ations involving surgery only. See: Morgentaler v. The Queen, 
119761 1 S CR. 616, at p, 644. 

3. For discussion of parens patriae for adults, refer to Re Eve, 1 19861 
2 S.C.R. 388; for children, refer to In He S.D. (Stephen Dawson) 
(1983), 43 B.C.L.R. 173 (S.C.). 

4. The Eve c^ise did not involve the Charter. However, it is im- 
portant to recall that the Supreme Court of Canada was not 
prepared to empower a Committee appointed under guardian- 
ship legislation to authorize a noti-therapeutic sterilizatioii of a 



2502). 
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woman who was mentally handicapped. Wliere a public official 
has care and control of an institutionalized person, do they, by 
virtue of an administrative certificate, property order, or medi- 
cal consent have the authority to consent to a technique that is 
as invasive and demoralizing as the use of the electric prod and 
that may not consitute a treatment? 

5. "Gentle teaching" is a non-aversive approach to caring for people 
with mental handicaps. John McGee is coauthor of Gentle 
Teaching: A Non-Aversive Approach to Helping Persons- with 
Mental Retardation (Human Sciences Press: New York, 1987) 
and offers a series of training seminars and workshops through- 
out the year and across Canada in cooperation with The G. Allan 
Roeher Institute. His workshops are designed to teach non- 
aversive approaches to dealing with challenging behaviours. 

6. Brian Weagantand Dorothy M. Griffiths, "Legal Advocacy and 
the Use of Aversives," supra, chapter 9. 

7. Child and Family Services Act, 1984, Stats. Ont. 1984, c. 55, as 
amended. 

8. Ibid., s. 108(b). 

9. Ibid., ss. 109(l)(a)and(b). 

10. Ibid., s. 110. 

11. Ibid., intrusive procedures ss. 124-125; psychotropic drugs 
s. 126. 

12. Ibid., s. 108(f) "mental disorder." 

13. Ibid., s. 109(1). 

14. Contact made with the Clerk at the Legislative Assembly in 
Toronto on Friday September 30, 1988. 

15. The case of Andrews v. The Law Society of British Columbia, an 
appeal from the B.C.C.A., has now been heard by the Supreme 
Court of Canada but remains undecided. It will be the first op^ 
portunity for the S.C.C. to interpret s. 15. 

16. For examples of an historical perspective of the kind of treat- 
ment and abuse suffered by the mentally handicapped see: Law 
Reform Commission of Canada, "Sterilization: Working Paper 
24," (Ottawa, 1979); He Eve, supra, footnote 3; Harvey G. Sim- 
mons, "From Asylum to Welf\ire," (National Institute of Mental 
Retardation, 1982); and John P, Radford and Allison Tipper, 
"Starcross: Out of the Mainstream," (The G. Allan Roeher 
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Institute, 1988). 

17. The Canadian Charter of Rights and Freedoms, s. 32(l)(b). 

18. British North America Acts, 1892, s. 92; For general discussion 
see: P. Hogg, "Constitutional Law of Canada," (1977); For a 
recent case dealing with health in a constitutional context see: 
Winterhaven StahlesLtd, lk Attorney General of Canada (ld86), 
71 A.R. KQ.B.), atp. 15. 

19. Anne F. Bayefsky, "Defining Equality Rights," in Equality 
Rights and the Canadian Charter of Rights and Freedoms, 
edited by Bayefsky and Eberts, (Toronto, 1985), c. 1. For an 
example of the lengths to which the courts are prep^:red to 
scrutinize the practices of government in the absence of a 
legislation being under attack, see Operation Dismantle v. The 
Queen (1985), 18 D.L.R. (4th) 481 (S.C.C.). 

20. Century 21 Ramos UeaHy Inc, v. The Queen (1987), 58 O.R. (2d) 
737 (C.A.). 

21. For details of ss. 7 and 12 arguments related to avcrsivcs see 
supra, footnote 5. 

22. Lyons v. The Queen J1981\ 2 S.C.R. 309. 

23. Morgentaler v. The Queen (1988), 31 C.R.R. 1 (S.C.C.). 

24. i?. V. Oakes, [19861 1 S.C.R. 103. 

25. Ibid., at p. 139. 

26. Supra, footnote 1. 

27. For a discussion about the electric prod and alternatives, see 
Orville Endicott, "This May Hurt a Bit," supra, chapter 7. 



Living in the Community: Barry 



Jill Leach 

I met Barry and Stephen at the beach on a mild February Sunday 
in Vancouver. We walked the seawall from Kits Point, where the 
mountains border the inlet and ships rest in port, to the centre of the 
city at the Granvilh Island Market, On Sunday, the beach is alive 
with strolling families, joggers, and dogs that run freely along the 
shoreline. The mc^rket bursts with the sounds of trade, street per- 
formers and an intricate, steady stream of cars. 

As we talked, my mind drifted to the thought of an institution- 
alized Barry and the riveting contrast to his current lifestyle, Barry 
spent the first four years of his life with a family on a farm in Peace 
River. He still speaks of cows and horses and it's obvious that his 
memories of that time are vivid and frequent. He began life sur- 
roundt^d by open spaces, with the rhythms of farming and the 
freedom brought by an unencumbered lifestyle. 

An agingphotograph shows a bright-eyed and beautiful child. 
To gazr at the picture is to witness an aware and intelligent 
exprer >ion. Even now, at forty-seven, his eyes are startling with 
their clarity and lack of malice. He was quietly happy as we walked, 
absorbed in observation and only stopping to delight in the dogs that 
passed us by. 

There is a gentleness to Barry that pulled at me. People who 
know him talk of his mild, happy-go-lucky personality, but I was 
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unprepared for the calm he exudes. During our walk, I had the sense 
that he was at peace with himself and his world. And as we walked, 
I found myself relaxing as well, being drawn into his contentment. 

No one knows what happened to Barry's natural parents, who 
they were, or v/here they came from. Institutional records show he 
3pent his first four years with foster parents, but many details are 
missing. Barry's past is locked in the memories of those who may no 
longer be living. His early life is expressed only by his own refer- 
ences to farm animals. 

At four years of age, for reasons that were not recorded, Barry 
was admitted to an institution by his foster parents. For the next 
forty-three years, he moved several times between the two largest 
institutions for people with a mental handicap in the province at 
that time. 

Barry is a slight person, and at about 157 cm. tall gives a 
fragile impression. Lacking an imposing physical stature, Barry 
was frequently the object of violence by other institutional resi- 
dents. Powerless to defend himself against the anger and aggression 
of others, unable to coherently verbalize his personal horrors, he 
sought the only release available to him: self-abuse. 

An escalating pattern of self-abuse emerges, increasing in 
both frequency and intensity. Barry's story is not atypical of people 
whoVe grown up in institutions. Unspoken childhood rages evi- 
denced by incessant rocking of their bodies or general lack of 
cooperation with the systems that control t^ em, evolve into striking 
out at others or inflicting pain upon themselves. 

By virtue of having lived in an institution and an inability to 
speak fluently, Barry was denied both a forum for appropriate 
expression and recourse for the abuse he suffered at the will uf 
others. His only avenue for power or control over th(» events in his 
life seamed to be through self abusive moans. His self-abusive be- 
haviours became tools for ensuring input into the direction of his 
life. 

It can be difficult for tho.st? of us who havo grown up in com- 
munities to understand that there is any rationale behind self 
abusive behaviours. Superficially, selfahuse appears to be the 
fulfillment of y need to hurt oneself and is nonsensical in the logic 
of "normal" living. 
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However, a simple twist of perspective reveals the pathos of 
survival in an institution. Total dependence upon a system that had 
no room for individuality robbed a passive person such as Barry of 
any opportunity to appropriately exercise personal power and self- 
direction. 

Not only did Barry bear the brunt of physical r.buse, certain 
behaviours he displayed in the institutions suggest he suffered 
sexual abuse as well, 

Barry began by scratching his face, increasing the frequency 
and severity of his injuries as he grew older. By the time he was 
tliirty, permanent scars evidenced the damage and he began dis- 
playing other forms of self-abuse. He would vomit at will At night, 
in bed, he would probe his internal organs causing massive blood 
loss and leading to chronic anemia from the frequency, 

Barry's self-abuse was the one thingin his life that defied total 
control It was the only thing no one could completely take away 
from him. Growing up on wards with no privacy or free will, no 
personal possessions to speak of, and little affection or attention, 
Barry's self-abuse was the only thing he truly owned and it was the 
tool that brought staff, rr.rny staff, running to him specifically, 

Barry's disturbing behaviours became life-threatening and 
his medication s were increased to control his impulse to self-abuse. 
At one institution, Barry and Stephen lived on the same ward. The 
common area of this particular ward was a large room with grey- 
green plastic benches lining two walls and a television held high in 
a cabinet at one end of theroom. The centre ofthe floor was open and 
barren. However, there were large windows on one side ofthe room. 
People would sit on those benches watching TV or staring out 
windows. Self-abuse was common here. 

Behaviour management consisted of pro re nata (as needed) 
orders for a variety of psychotropic drugs. Whenever Barry became 
agitated or gouged at his face, those drugs were administered until 
he settled down. Through random and massive administration of 
drugs he spent years at the institution, stupefied and powerless for 
the most part. 

Life on the ward was repetitious, pointless and emotionally 
impoverished. No consistent attempt was made to teach age-appro- 
priate behaviours. Understaffed and overworked, ward staff em- 
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phasized control of behaviours to ensure manageability of residents. 
In the institutions, Barry's self-abusive behaviours were al- 
lowed until they became problematic to staff. Records show no indi- 
cation that the source of his self-abuse was directly addressed or 
investigated. 

Three years ago, at the age of forty-four, Barry moved into a 
house in a middle-income neighbourhood near Vancouver with 
Stephen and one other young man. Their home is one where 
personal ownership and responsibility are stressed by staff, 

"Of all three, Barry seems to have suffered the greatest 
damage from institutional living," says one staff member. 

"The transition to the community was most difficult for Barry 
Having lived in institutions for over forty years, he didn't under 
stand or trust the condition s offered by community living. He wasn't 
sure how to respond to the privacy of having his own roon) or the 
relaxed structure he has in his own home," 

Consequently, the past three years have often been unset- 
tling and challenging for Barry, After four decades of continuous 
sedation, it becomes extremely difficult to learn new ways of 
behaving. With greatly reduced medication and an emphasis on 
personal accomplishments, /rowth and independence, Barry has 
been thrust into a culture that had become foreign to him. Adapta- 
tion to these new expectations has been slow for him and there 
continue to be setbacks from time to time, but change occurs 
steadily. 

He is no longer focused on self-abusive behaviours. Lessdam- 
agii.g ones remain, but continue to decrease as Bart y becomes more 
comfortable with his new autonomy. The drastic and life-threaten- 
ing behaviours have disappeared completely. 

Once relegatod to a locked ward because he could not be 
counted on to bobave appropriately in public, Barry now partici- 
pates in his community, and every Tuesday night goes to a movie 
with a staff member. A man of discerning tastes, Barry aecidedly 
prefers western^, musicals and horror films. 

He is fully involved with maintenance of his home and has 
equal responsibility with the others i or housework and meal prepa- 
ration. 

"Barry loves music and cooking. He'll hum away aiui sing 
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while he does his work around the house," says a stafTF member. 

However, after years of regimented living conditions and 
denial of individual needs and growth, Barry is upset easily by 
changes in his routine. 

Through the staff s philosophy of emphasizing personal re- 
sponsibility and growth, combined with a steady decrease in the 
medications he takes, Barry now periodically expresses an. intense 
anger that screams out in contrast to his usual easy-going nature. 

I asked several staff how they cope with Barry's self-abuse 
and burst? of temper, and I found a very "normalized" approach, 
Barry is expected to assume responsibility for himself and his 
actions. He now understands cause and effect and the consequences 
of choices in the same way anyone living in the community does. 

"Whenever Barry would be self-abusive we would show him 
that the act had no effect on staff. We didn't use any special 
treatment (positive or negative) when he was self-abusive. As much 
as we could we ignored his behaviour and, in effect, took the power 
and impact out of it." 

In institutions, Barry had been able to use his self-a busc to get 
special attention and sympathy. He was able to manipulate staff to 
spend more time with him, and during periods where he damaged 
internal organs, profuse blood loss would bring attention by doctors 
and nurses as well. A trip, even to the hospital, broke the mindless 
continuum of ward life. 

Barry has come to understand that manipulation and control 
of staff in the community is no longer possible nornecessary. He is 
learning that he is the only victim of self-abuse and has nothing to 
gain with negative and abusive actions. 

This deeper understanding comes not by punitive measures 
but by patient reinforcement of caring actions and the realization 
that he has the opportunity to make positive and beneficial choices 
in his life now. 

Barry is beginning to consistently show the gentleness of his 
character as he learns to trust the staff who work for him. What is 
emerging in this metamorphosis is the real Barry, free of the 
influence and dullness of sedatives. The real Barry has a quick and 
subtle sense of humour, is sociable and has developed di verse and 
distinct interests. 
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Back at Granville Market, we come to the end of a two-hour 

walk. 

"What now, Barry?*' I ask, 
"Suppertime/' he says, grinning, 
"Well, what's for supper?" 

"Hamburger. Spaghetti," There's a pause and Barry looks 
away for a moment. He turns back to me and says, '*Horse,*' 

I burst into laughter at the thought of spaghetti and horse for 
dinner, but as I follow Barry's gaze I realize there is no joke here, 
Down the seawall into the distance bounds a huge beige dog. With 
the fading light, dwarfed by mountains and long unbroken stretch 
of inlet, it does look remarkably like a horse, I drift into the imagery 
of Barry as a small child, running about the farm, full of life and 
promise, I drift into the imagery of this wonderful and interesting 
man stuck for forty-three years in a way of life that denied that 
promise. 

As he stepped onto the bus that would take him home, I was 
sorry to see him leave. And as I move through my own life I know 
I will never forget this fellow, so quick to notice and express the 
small joys of life. 



11. 

Equality Rights and Aversive Therapy^ 

Catherine L. Frazee 

This chapter will consider human "ights legislation in Canada and 
its possible application to aversive therapy methods used for the 
treatment of persons with a mental handicap. It is not intended as 
a comprehensive legal analysis, nor will it assume any position on 
aspects of this controversial issue that fall within the domain of 
experts in behavioural science. Moreover, in the absence to date of 
any reported human rights complaints addressing the issue of 
aversive treatment methods, it will be inappropriate to speculate 
whether in some or all circumstances, the use of aversives could be 
determined as a violation of the rights of persons with challenging 
behaviours. Rather, the thrust of this article will be to provide the 
lay reader with an understanding of how the fundamental prin- 
ciples of dignity, equality and respect for all members of society are 
embodied in Canadian statutory law. Buildingfrom thisfoundation, 
a practical framework will be proposed for positioning the aversives/ 
alternatives debate within a human rights context 

It is significant to note that there has historica ly existed no 
general common law principle affirming the entitlement of persons 
with handicaps to equality of rights.^ It is, therefore, only through 
statutory enactments and amendments that the varioos Canadian 
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human rights codes have guaranteed some form of protection 
against discrimination on the basis of handicap. Today, in each 
federal and provincial jurisdiction, a human rights commission or 
agency operates within the mandate of its particular governing 
statute to uphold the valvjs of fair treatment and equality to which 
we, as a society, subscribe. As the preci se language of each such code 
or act varies widely, it is beyond the scopu of this paper to examine 
in detail the specific operation of human rights law in Canada. 
Instead, it should be both feasible and instructive to comment 
overall on the scope of human rights protections in this country and 
then secondly to outline some common principles of application that 
are of particular relevance to the rights of people with handicaps. 

Scope of Protection 

Two important points are fundamental to an understanding of the 
powerful instruments of law manifest in Canadian human rights 
legislation. The first of these is that this legislation is accorded a 
special status that gives force and vigour to the spirit as well as, and 
perhaps in preference to, the precise letter of the law. Judicial 
interpretation of human rights law is characteristically generous 
and responsive to the public and political will that inspired it. For 
example, in Re Ontario iluman Rights Commission et al and 
Simpson Sears Ltd. /'*McIntyre J. held that the proper interpretive 
approach in an analysis of the provisions of the Ontario Human 
Rights Code should recognize its special nature and intent: 
There we find enunciated the broad policy of the Cod*^ and 
itis this policy which should have effect. It is not, in my view, 
a sound approach to say that according to established rules 
of construction no broader meaningcan be given to the Code 
than the narrowest interpretation of the wurds employed. 
The accepted rules of construction are flexible enough to 
enable the court to I'ecognize in the construction of a human 
rights code the special natunj and purpo.je of the enactment 
(see Lam'^T ^. in Insurance Corp. ofB.C, v, Ueerspink et ai 
(1982), 137 D.LR. (M) 219 at pp, 228-9, (1982) 2 S.C.K. 14.^ at 
pp. 157-8, 39 B.C.L.K. 145) and give to it an interpretation 
which will advance its broad purpos(;s. Legislation of this 
type is of a special n -lure, not quite constitutional but 
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certainly movo. than the ordinary — and it is for the courts 

to seek out its purpose and give it effect 
The second important factor relevant to the scope of Canadian 
human rights protectiorib nows from the fact that all such statutes 
in Canada are binding upon the Crown, Accordingly, while the 
principal thrust for federal and provincial human rights codes may 
be perceived as the eradication of discrimination within the private 
sector, the provisions of these statutes apply equally in the realm of 
government activity. Remedies can and have been successfully 
pursued from a variety of governi:.ont agencies and ministries 
where policies or practices si h as, for example, those that regulate 
funding allocations, are determined to have a discriminatory effect. 
Further, a number of human rights statutes contain a paramountcy 
clause comparable to subsection 46(2) of the Ontario Human Rights 
Code: "Where a provision in an Act or Regulation purports to require 
or authorize conduct that is a contravention of Part I, this Act 
applies and prevails unless the Act or Regulation specifically pro- 
vides that it is to apply notwithstanding this Act,'' 

The effect of such a provision is to ensure that when any other 
law is inconsistent with a human rights code, the terms of the code 
will prevail except in the relatively infrequent circumstance where 
the conflicting statute contains an express override clause relative 
to the human rights code. Thus, for example, if mental health 
legislation and/or regulations conflict with the Ontario Human 
Rights Code, the scope of the Code is such that it will automatically 
prevail. 

Principles of Application 

In terms of its basic operation, federal and provincial human rights 
legislation in Canada affords basic equality rights to specified 
protected classes of persons. The activities governed by anti-dis- 
crimination law generally include employment, housing and the 
provision of services. When a discriminatory practice is based on 
handicap, our various human rights codes allow a defence in 
circumstances where the handicap renders a person demonstrably 
incapable of participating in the protected activity. Such an exemp- 
tion may be broadly or narrowly construed according to thi) precise 
statutory language applied. In all cases, however, the exemption 
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itself raises an additional inquiry to whether the discrimination 
can reasonably be offset by efforts to accommodate the special needs 
of the person with a handicap. Such accommodation, if feasible, may 
then be negotiated or awarded as constitutingall or part of a remedy 
fashioned to redress the wrongs suffered by a victim of discrimina- 
tion. 

Within this basic framework, a consideration of five funda- 
mental questions may assist in determining whether a human 
rights complaint might provide an appropriate forum for challeng- 
ing aversive treatment practices: 

(i) Who is protected by the Code? 

(ii) Who is bound by the Code? 

(iii) What are the protections afforded? 

(iv) What are the limits to these protections? 

(v) What are the remedies available? 

The following analysis will canvas each of these questions in 
the context of the Ontario ////man Rights Code — a statute that has 
been described as standing at the "vanguard of the new values of 
equality No attempt will be made to predict the possible outcome 
of any of the arguments presented in this section before a commis- 
sion or court. Further, the reader is reminded th.-^.t even subtle 
differences of legislative drafting may have significant bearing 
upon the application of any component in this analysis. For those 
unfamiliar with the principles and operatnn of human rights 
legislation, however, it is hoped that the brief commentary that 
follows may assist in shaping a new approach to one of the most con- 
troversial dilemmas of behavioural science. 

(i) Who is Protected by the Code? 

As noted in the introductory paragraph to this section, not all 
persons, but only those belonging to a def:'':jnated "protected class" 
are eligible to exercise the rights defined in a human rights code. 
While most jurisdictions in Canada include people with a mental 
handicap as a protected class, actual definitions of handicap vary 
widely. Subsection 9(b) of the Ontario Human Rights Code, for 
exan pie, includes within the mcjaning of "handicap" a broad range 
of physical disabilities and vvork-rehite;! injuries, as well as condi- 
tions of "mental retardation or imj)ain.n)nt," learning disabilities, 
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language dysfunctions and **Tnental disorders," Further, any person 
who is perceived to possess a handicap is also included within this 
definition. It is clear then that any person in Ontario for whom any 
form of behaviour modification therapy is proposed or administered 
can legitimately lay claim to the protections afforded to people with 
handicaps under the Human Rights Code, 

This fundamental aspectof eligibility is somewhat more prob- 
lematic under statutes that fail to include mental handicap as a 
prohibited ground for discrimination. In late 1988, the only Cana- 
dian jurisdictions in which human rights legislation does not offer 
such protections are Saskatchewan and Alberta, While it has not 
been judicially determined, it is arguable that these omissions are 
in conflict with the Canadian Charter of Rights and Freedoms, 
which says in section 15 that everyone is to have equal protection 
and equal benefit ofthe law without discrimination ha.sed on mental 
or physical disability. The argument would be that human rights 
legislation that fails to extend its protections to persons with mental 
disabilities is in violation of the Charter in that it denies such 
persons protection equal to that enjoyed by other groups who have 
historically been victims of di.scrimination. The courts could be 
asked to remedy this situation by reading the statute as though it 
included the provisions that the Charter requires, or alternatively 
declaring that the legislature be bound to resolve the inequality by 
amending the statute so as to include protection based on mental 
disability. 

Any person belonging to one of the protected groups defined 
by \ human rights code may engage the investigatory and enforce- 
ment powers of a human rights commission by filing a complaint 
alleging that his or her rignts have becii infringed. Where such a 
person is unable to initiate a complaint on his or her own behalf, this 
process can be undertaken by a parent, guardian or '*next friend," 

In either case, Commission stafTarc trained to provide advice 
and assistance in the formal drafting of a complaint. In addition, 
under subsection 31(2) of the Ontario Code, the Commission itself 
may initiate a complaintwheroithas reason to believe that the Code 
is being infringed. In such circumstances, the initial information 
supporting a complaint may come from any of a variety of sources 
including, for example, ad hoc action groups or committees familiar 
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with the details and dynamics of a particular fact situation or 
advocacy groups with special expertise in issues arising from a 
complaint that may have systemic implications, 

(ii) Who is Bound by the Code? 

As has been noted earlier in this paper, human rights codes are 
binding upon not only private-sector enterprises in both consumer 
and commercial channels, but also public-sector agencies operating 
under governmental authority at any level Thus, complaints of 
discrimination under a human rights code may be filed against any 
individual, agency, organization, institution, funding body or gov- 
ernment ministry alleged by direct action or by policy and program 
to have violated the right to equal treatment of a person or persons 
protected by the code. 

Sections 1, 2 and 4 of the Ontario Code identify respectively 
the provision of services, rental of accommodation and employment 
as realms of activity in which all persons have a right to participate 
without discrimination, A "service" under section 1 of the Code 
would be widely construed to incl ude such activities as the provision 
of medical treatment or therapy, rehabilitative training or residen- 
tial care in the context of either public or private clinics, hospitals 
and institutional facilities. Subject to the discussion in section (iii) 
below concerning the nature of the protections under a human 
rights code, it can be said that where a right exists, there is a 
corresponding duty incumbent upon society at large to respect and 
to protect that right Thus, in the example of a person with a mental 
handicap receiving treatmontfor behavioural problems, the duty to 
protect that person's human rights is binding not only upon every 
caregiver, therapist, counsellor, case worker, physician and admi- 
nistrator, but also upon every agency, institution, ministry, regulat- 
ing body and professional association that is either directly or 
indirectly contributing to the provision of treatment services, 

(iii) What are the protections afforded? 

Generally speak ng, human rights codes articulate a right to "equal 
treatment ... without discrimination^' for specified persons in speci- 
fied contexts discusscul above. Ry and large, codcis do not provide 
express 'lefinitions for eqn.al treatment or discrimination. However, 
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Court and Board of Inquiry decisions have enunciated a number of 
basic principles of interpretation, two of which are particularly 
relevant to tl.a subject at hand. 

The first of these principles is that "intent" is not a requisite 
element for a finding of discrimination. In the Simpson Sears case 
cited earlier, Mclntyre J,, in considering the significance of intent 
with respect to the Ontario Human Rights Code, stated conclu- 
sively: 

The Code aims at the removal of discrimination. This is to 
blaLe the obvious. Its mair approach, however, is not to 
punish the discriminator, but rather to provide relief for the 
victims of discrimination. It is the result or the effect of the 
action complained of which is significant. If it does, in fact, 
cause discrimination; if its effect is to impose on one person 
or group of persons obligations, penalties, or restrictive con- 
ditions not imposed on other members of the community, it 
is discriminatory, (Emphasis added) 
It is adverse or detrimental effects, regardless of benign or punitive 
motives, that meet the threshold criterion of discriminatory con- 
duct. 

Turning then to the subject of aversive therapy, an allegation 
that the use of such methods is a breach of a person with a mental 
handicap's right to equal treatment would begin with the simple 
claim that such treatment — outside of the therapeutic context — 
amounts to a kind of punishment or a. sault. Thus, based on a 
person's mental condition or handicap, rehabilitation or medical 
service is characterized by features that on the face of it are objec- 
tively punitive or restrictive. To use the language of human rights 
codes, such a provision of service could be characterized as a denial 
of dignity, resptict and basic freedom. That the impugned treatment 
is motivated solely by benevolent intent and that it is ethically and 
professionally endorsed as being in the best interests of the client or 

patientis simply ofno relevance at this stage in establishingapnma 
facie case of discrimination, 

Another way of defining discrimination would be on the basis 

of the absence or presence of consent. Discrimination may not be 

evident in circumstances where a person who is not handicapped 

would certainly be free to give or withold consent, but would be 
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evident where treatment is administered without that consent to a 
person identined as being mentally handicapped. 

Such interpretations of equal treatment would seem to be in 
keeping with the prescribed liberal reading of human rights protec- 
tions. Due consideration of an issue of such profound importance to 
the well-being and dignity of a person with a handicap should not, 
it seems, be foreclosed at this early stage of jurisdictional determi- 
nation. Moreover, such an approach is absolutely consistent with 
the spirit of human rights legi slation, as enunciated, for example, in 
the preamble to Ontario's CoHp: "It is public policy in Ontario to 
recognize the dignity and worth of every person and to provide for 
equal rights and opportunities without discrimination that is con- 
trary to law." 

As a final and succinct restatement of the principle that 
excludes both intent and ultimate benefit from a determination of 
discrimination, the following extract from the Board of Inquiry 
decision in Hickling et a/.'* appears to be directly to the point. In 
addressing the question of whether denial of a full Catholic educa- 
tion to students with developmental handicaps constituted dis- 
crimination on the basis of handicap, Board Chairman Professor 
Bernard Adell set out the following analysis: 

The handicapped pupil is being denied a benefit given to other 
pupils, on a ground prohibited by the Ontario Human Rights 
Code, 1981: mental handicap ... The fact that the pupil may 
as a whole be better off as a result of the denial, or that the 
school board's intention is to make the pupil better off, is 
irrelevantto wheth(3r the denial is discriminatory ... Unequal 
treatment which includes the requirement that a generally 
available benefit be foregone, and a different and possibly 
greater benefit accepted in its place, is not exempted from 
being discrimination under vS. 1 either by the magnitude of the 
latter benefit or by the benevolence of the intent with which 
the generally available benefit is withheld.^' 

The second basic principle of interpreting the protections af- 
forded by a human rights code is that (jqual treatment i. a not equiva- 
lent to identical treatment. As Professor Adell outlined in the 
Hickling decision at p. 35: 

The righ*^ to equal treatment ... really means the right to 
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troatment a.s an equal, or, as Ronald Dworkin has put it, the 
right "to be treated with the same respect and concern as 
anyone else,"^ Treatment as an equal sometimes means iden- 
tical treatment and sometimes means different treatment. 
Treating everyone identically often increases existing ine- 
qualities and brings further disadvantage to those who start 
out disadvantaged, 

Basic then to the realization of equal treatment for persons 
with handicaps is some recognition of existing inequalities and a 
corresponding effort to accommodate special needs directly attrib- 
utable to the handicap. Subject, of course, to reasonable limitations 
outlined in the following section, this duty to accommodate is 
featured, at least implicitly in the statutory human rights protec- 
tions of every Canadian jurisdiction. In Ontario, following amend- 
ments designed to bring the Code into compliance with the Charter, 
this doctrine of accommodation is now explicitly embraced. Section 
10, which deals with constructive discrimination, and section 16, 
which deals with tlirect discrimination, both impose a positive 
obligation to reasonably accommodate the needs of a person with a 
handicap. 

In the same way that equal treatment is distinguished from 
identical treatment, a similar distinction can be made between 
equal treatment and "standard" treatment, where the latter is a 
kind of historically accepted norm or a recognized current practice. 
As new technologies, methods and procedures evolve, so the range 
of possible accommodations expands. Thus, a guarantee of equal 
treatment in the 1980s may translate into very different forms and 
levels of accommodation from those available in previous decades. 

Although the recently proclaimed amendments to the On- 
tario Code have not been judicially considered, it is evident that 
service agencies and providers are charged with a duty to respect 
and to protect the human rights of their clients. In this context, it 
is certainly conceivable that the deployment of extra staff, addi- 
tional resources and/or enhanced programs within a treatment 
facility would amount to equal treatment, meeting the special needs 
of a person with a mental handicap for care and therapy in a manner 
consistent with the vision of dignity and value for all citizens. 
Current research and new developments in the field of behavioural 
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medicine will certainly be factored into the determination of appro- 
priate accommodation for clients with mental handicaps, 

(iv) What are the Limits t) these Protections? 

In any society the rii,4its of one will inevitably come into 
conflict with the rights of others. It is obvious then that all 
rights must be limitid in the interests of preserving a social 
structure in which each right may receive protection with- 
out undue interference with others,^ 
In general, there are two types of limitation upon the standard of 
equal treatment and the corollary duty of accommodation. The first 
of these involves an assessment of the practical capacities of a 
person with a handicap; the second involves both qualitative and 
quantitative determinations of the extent to which accommodation 
is feasible. 

An example of the first kind of limitation can be found in 
subsection 16(1) of the Ontario Human Rightn Code, which states: 
"A right of a person under thi s Act is not infringed for the reason only 
that the person is incapable of performing or fulfilling the essential 
duties or requirements attending the exercise of the right because 
of handicap,'* 

Roughly similar provisions are contained in other human 
rights codes, allowing for legitimate distinctions "based on handi- 
cap, to the detriment of disabled persons, where, in the circum- 
stances, the particular handicap poses a real and provable barrier 
to the handicappod person's effective participation in the protected 
activity,''^ Such an exemption, of course recognizes that barriers are 
at times inherent to a handicap itself, and that some measure of 
inequality, as, for example, a blind person's ineligibility for a 
driver's permit, is unavoidable in practical terms. 

Once an infringement of the Code has been established, a 
burden of proof transfers to the respondent's party to claim this 
particular defence, and having done so, to demonstrate that the 
^'duties'' or "requirements" in question arc objectively "essential" 
and further that the persvon with a handicap is demonstrably 
incapable of fulfilling these requirements. In support ofboth prongs 
of this argum(;nt, a respondent will be obliged to present substantive 
evidence such as documentary data, expert opinion and statistical 
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analysis; courts or boards will rigorously defer from reliance upon 
stereotypes, assumptions or prevailing social myths. 

In the context of Ontario's subsection 16(1) and similar pro- 
visions, a respondent caregiver or facility could be expected to 
produce evidence in defence of aversive methods to the effect that a 
certain standard of behaviour is "essential" to the realization of 
dignity and social participation. Secondly, the argument might 
proceed that the complainant's particular behavioural disorder was 
so severe as to render him or her "incapable'' of benefitting from less 
restrictive or intrusive procedures. It would then fall to the advo- 
cates representing this individual to rebut with evidence to the 
contrary, illustrating by case histories and ex^^ ^ testimony the 
eflfectiveness of more positive treatment op. >iis in the control or 
modification of similar behaviours. 

Of utmost importance in a review of the limitations presented 
by the section 16 defence is the absolute r^ondition applied to that 
defence in paragraph 16{l){a): 

The Commission, a board of inquiry or a court shall not find 
a person incapable unless it is satisfied that the needs of the 
person cannot be accommodated without undue hardship on 
the person responsible for accommodating those needs, con- 
sidering the cost, outside sources of funding, if any, and 
health and satety requirements, if any. 

This explicit guarantee of equal treatment places a further 
burden of proof on the respondent in a human rights complaint 
based upon the grounds ofhandicap. The duty to accommodate, dis- 
cussed in the preceding section, prevails over and above any 
limitation to human rights protections. In each and every prima 
facie case of discrimination involving handicap ihere arises an 
obligation to mitigate the adverse effects of discrimi nation in consid- 
eration of the special needs presented by the handicap, or to seek 
non-discriminatory alternatives to the existing discriminatory 
practices. 

At this juncture, we encount(:^r thv» second and final limit to 
human rights protections, expressed in codes and cited in adjudica- 
tions as a limitation of reasonableness upon the duty to accommo- 
date. 

To speak of reasonableness as a limitation, although techni- 
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cally correct, may be somewhat misleading without reference to the 
context and application of this requirement. For example, under the 
Ontario Human Rights Code, barriers to equal participation will 
stand only to the extent that their removal imposes a burden of 
undue hardship. The effect of the words ''undue hardship" serves 
more to extend than to restrict the duty, strongly and clearly stating 
the respondent's mandate by articulating in express terms that 
nothing less than rigorous effort will satisfy this statutory duty. 

It is clear that the undue hardship provisions of Ontario's 
amended Code reflect some expectation of change **to the way we ... 
deliver services and provide accommodation, reflecting the multi- 
faceted society we are,"'*' Although guidelines for assessing what 
constitutes undue hardship have not yet, at the time of writing, been 
released by the Ontario Commission, the Code itself states clearly 
that only cost factors and health and safety requirements will be 
considered in this regard. Also evident upon a reading of the Code 
as a whole is the i nterpretation that the onus for demonstrating cost 
or risk sufficient to sustain an undue hardship defence falls entirely 
on the respondent making this claim. 

The role that cost plays irs this defence will of c'our^>e vary 
according to the circumstancc^s of a complaint and the resources 
available to a respondent, Witl^ respect to accommodation in the 
form of alternative therapeutic methods, a respondent troatme:it 
facility might produce evidence of prohibitive^ co^its arisingfrom the 
nece»isity to reduce staff/patient ratios or to upgrade caregiver 
skills. Generally speaking, in thr- caso of a private facility, the 
ultimate determination of SMch an argunv:^nt will reqtain^ pre-ise 
and accurate oompnTi^on of all such quanlided wsts agains* net 
assets. After this fvnaiiciai infoirnatiof! been carefu^y ^'^anh 
ined, a discriminat.ory practice would only be f^ ir^ilioned if the 
additioniil cost is dfu'rned sufficient to threaten th(i viabi!ily ot the 
entire facility. Wheie pubiir; f\uuling is at issup, the f>a;rie basic 
standard wou!d apply, albeit with different philosophical und(M'pin- 
niyigs /'Ofcouvse, goverim\ent.s slioulil not be required hy tl'ie courts 
to spend more on «jnciai programs than they are prepared to rarse by 
taxt'js or borrowing. Hut tho fands that are av::>ilal c;;nnot be 
withhc^lcf from some member;^ of sot^icty in a discriminatory man* 
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In either circumstance, whether a servicf? is afforded by 
private or public money, it will be expected to distribute costs as 
widely as possible, balancing the allocation of resources in accor- 
dance with a high priority upon the goal of equal treatment, and in 
some cases to undertake a phasing in of the desired accommodation, 
spreading the cost over several years, 

Thus, the cost of accommodation, while not an absolute limi- 
tation upon human rights protections does provide for a reasonable 
balancing of competing interests in the equal treatment arena. 
.^i..i..c»r.j, HoMiun ciiiu ouiGby I t;quii t'liieiiib, wiuuti a (lesireo accom- 
modation may be alleged to violate, will also be v^-eighed against the 
magnitude of benefits thereby conferred. As \v\th cost factors, 
health and safety elements also enter into the burden of proof upon 
the party or parties claiming the defence. 

In claiming "undue hardship" by reason of health and safety 
requirements, a respondent service provider argues that the reduc- 
tion or removal of aversive treatments would substantially increi,se 
the frequency of self injurious or aggressively violent behaviour. As 
with the cost defense described above, objective evidence would be 
required in support of such a claim. Taking into account the 
establish ed human righ tsprinciple that integration and equal it: for 
handicapped persons necessarily entails some higher degree of 
personal risk, a commission, board or court would make an individ- 
ual determination of reasonable risk in the particular circum- 
stances. 

Notwithstanding the possible application of this "dignity of 
risk" analysis, advocates who undertake to pioneer the human 
rights issues addressed in this article must at this final stago of the 
proceedings be prepared to counter the basic assertion of undue 
hardship. This will require direct evidence of proven results from 
positive interventions in controlling destructive behaviours as well 
as in realizing long term rehabilitative gains ruled out by an 
aversive approach. 

In the final analysis, it is likely that the undue hardship 
debate will be resolvedinfavourofwhatever level of accommodation 
along tlie continuum of possibility would be most compatible with a 
complainant's dignity and human rights while at the same time 
falling below an unacceptable level of costs or risk. Presentation of 
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evidence and ultimate findings of fact will be of utmost importance 
in positioning alternatives to aversive treatment as reasonable 
accommodation for persons with behavioural handicaps. 

(v) What are the remedies available? 

Award powers of human rights authorities are typically broad in 
scope and remedial rather than punitive in nature. For example, 
subsection 40 (l)oftheOntario//w.manff/^'/ii,s Code, repeated below 
in its entirety, empowers a board to order compliance with the Code 
by any creative strategy, design oi ueviue, wiLhuuL iiece^>bary regard 
to precedent or convention. 

Where the board of inquiry, after a hearing finds that a right 
of the Complainant under Part I has been infringed and that 
the infringement is a contravention of section 8 by a party to 
the proceeding, the board may, by order, 

(a) direct the party to do anything that, in the opinion of the 
board, the party ought to do to achieve compliance with this 
Act, both in respect of the complaint and in respect of future 
practices; and 

(b) direct the party to make restitution, including monetary 
compensation, for loss arising out of the infringement, and, 
where the infringement has been engaged in wilfully or reck- 
lessly, monetary compensation may include an award, not 
exceeding $10,000, for mental anguish.*'-^ 

A positive finding of discrimination on the basis of handicap 
in the context of a challenge to aversive treatment practices might 
under paragraph 40(l)(a) result in an award involving such ele- 
ments as: 

• discontinuance of aversive treatments for the complainant and/ 
or others with similar handicaps 

• introduction of nlt(?rnative thc^rapy and rehabilitation methods 
for the complainant and/or others with similar handicaps 

• stafT and/or management training in alternative therapeutic 
techniques 

• human rights training seminars for staff and/or client 

• redirection or enhancement of'program funding 

• improved client /caregiver i^atios 

• scholarships or research grants 
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• appointment of internal liaison committees or regulating bodies 

• implementation of mechanisms for ongoing service monitoring 
and/or progress reports to an independent body such as the 
Human Rights Commission 

• verbal or written apologies to the parties 

• press release or other publication outlining full or partial details 
of the award wit i supporting reasons 

Like board orders, settlements between the parties to a com- 
plaint can take a multitude of forms. The brief list above is by no 
Tneans exhaustrve vvitii rer>fjecL ^nllier to awards or to settlements 
within this domain. 

Monetary awards under paragraph 40(l)(b) for expenses in- 
curred in the course of pursuinga complaint are of course a standard 
feature of human rights board awards. Compensation for "mental 
anguish/' while arguably entirely appropriate in cases involving 
aversive treatments, would, however, according to paragraph 
40(l)(b), require a prior finding of a willful or reckless infringement, 
demonstrated in the attitude and actions of a respondent/perpetra- 
tor. For this reason, it is suggested that the kinds of general awards 
enumerated above may prove to be a more satisfactory resolution to 
a human rights complaint addressing the use of aversives. 

Conclusion 

Protections afforded by human rights codes in 1988 represent only 
part — and perhaps the lesser part — of a whole that takes in all of 
the new and evolving equality guarantees enshrined in our 
Canadian Charter of Rights and Freedoms, Parallel to human 
rights law in some respects and distinctive in others, the Charter 
"guarantees that person s who live wit h a mental di sability no w have 
the right to live in the community and can expect all the protection 
and support the law can provide to enable them to exercise that 
right/''"^ Research and exposition ^nite beyond the scope of this 
paper will inevitably provoke avenues of thought and 

inspire or direct champion effor uiof citizens with a mental 

handicap. 

Quite apart from the Charter, however, it is the author's belief 
that human rights codes may afford greater and more meaningful 
protections to persons with mental handicaps than have thus far 
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been explored or demonstrated. While it has not been possible to 
speculate on the possible outcome of a human rights complaint 
alleging discrimination in the application of intrusive and dehu- 
manizing treatment methods, it does appear that the issues raised 
in such an allegation fall within the jurisdiction of a human rights 
commission. Given too that commissions will gener** ]|y bo guided by 
a philosophy that persons with a handicap have a basic right to 
services that meet their needs within the community, it would snem 
reasonable to expect a broad application of the doctrine of accommo- 
dation as a means of realizing the objective of equal rights and 
dignity for all persons. 

It is hoped that the perspective conveyed in this article will 
motivate advocates and professionals to call upon human rights 
commissions and human rights codes in challenging any assault to 
the dignity of a person with a mental handicap and in bringingdown 
all barriers to his or her fullest possible participation in society. 
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12. 

A Self-Advocate's Perspective 



a conversation with Pat Worth 

Poople have many impressions of what intrusive or aversive proce- 
dures are. When youVe forced to go to an institution, that's painful 
a id intrusive. When you're forced to live in an environment that the 
average person could never live in, that's painful and aversive, I 
wonder how some of the professionals using v.-trusive procedures 
would feel if something like the cattle prod was used on them. Or if 
they were forced to go into a time-out room becausij people thought 
they were bad. Or if they had to walk the hallways in an institution 
and smell the scent of urine or have no privacy of their own in their 
own rooms. 1 think they use intnisives because the alternatives 
scare them. When we think of alternatives, that puts them out of a 
job. 

I was once at a conference that presented intrusive proce- 
dures and alternatives. One of the presenters actually said that 
somci of the people he was working with told him they "like being in 
restraints freo from self-injurious behaviour." I ^ as angry at that. 
First of all, Tm nothearing this from people with a ment'^l handicap 
so Tm not going to take this professional's word for it I believe that 
people can be taught to say thingsthey don't want to say. Even scare 
th(un to death to make them say something. I know that becaps(» 
they scared ^u^ to death when I was in a group home. They said you 
stop talking about living out on your own or we'll admit you into aii 
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institution. They hung that throat over m y head. One of the people 
from the group home was actually sent back to an institution. He 
said he was fed up with thegi^oup home. He didn't want to live there 
any more. So they said his only alternative was to move back to the 
institution. He went back, not of his own free will. He was thinking? 
about running away. I don't know what stopped him. 1 think he 
should have. I took off. Others may not be as courageous because 
they don't have ariy where to run to. The ones who speak up learn not 
to beca^ >e they know what they are going to get. 

Bvt when you talk about punishment, TU give you an ex- 
ample. It's when a person with a mental handicap goes to a 
workshop and thinks she's not worth anything. 

Tom used to be a pretty good friend of mine. He was my buddy 
in the sheltered workshop and in the group home. He decided one 
day that he wasn't going to do the jobs they gave him. His job was 
twist-tying dolls. That's what he was doing for something like seven 
years, longer than me. He justgot bored of it and decided he was just 
goingto sit there until they gave him something to make it worth his 
while being th jre. The supervisor told him to do his job or they were 
goingto dock his pay. Big deal, it's not much anyway. He didn't do 
it so she went to the manager. The manager decided to act like the 
big tough guy and tried to pick him up off the chair and throw him 
behind the shipping door. So Tom hit him in self-defence. I call that 
self-defence. So Tom goes hack home after they tell him to get out of 
the workshop, expecting the staff to take his side and advocate for 
him. They didn't do that at all. They didn't even believe that he hit 
the manager in self-defence. The management got away with it and 
Tom got kick lid out of the gi'ouphome. Tom's hack home living with 
his mom now. 

If you try to speak out for yourself and the sy.stem doesn't 
listen to you, there's no mori) advocacy. All you se(^ are walls. That's 
what the group home was. If IIk^ staff didn^t hcjar you, you^l talk to 
the walls. They'd think you vvei'(? cra/y for talking to the walls, f)ut 
if they wouldn't talk to you or listeti to you what are you suppo.s(»d 
to do? If you had to live th(j kind of lifci that peophi in group homes 
had, you'd probably knock your head on tabler^ and walls just like 
them. 

To make workshop staft^md professionals using intrusives 
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see the alternative we have to make them listen to self-advocates 
more. YouVe got to go to the people who have been through that 
punishment, people with mental handicaps from institutions or 
from workshops. Why don't they go to them and find out how they 
like being in the workshop? How did they like being in an institu- 
tion? Did they think it was necessary? 

There is a method called"gentle teaching'' that is fairly simple 
and should have been taught a long time ago instead of building 
institutions. It is an alternative that shows what happens when the 
walls aren't there. The alternatives to walls are communication and 
patience. I mean, if you don't act the way I want you to act, does that 
mean I have the right to haul ofFand hit you? \Wd get pretty mad 
if I did. If people don't act the way some professionals want them to 
act, the professionals think theyVe got the right to use some sort of 
shock treatment. 

Some people argue that the alternatives require too many 
people to work with the person who has a handicap. Itonly takes one 
person to listen. It only takes one person to advocate. It only takes 
one person to feel kindness. So it doesn't take all that many people. 
It just takes one person to start it all off. If you're living in an 
institution and a staff person walks by you, you want to talk to that 
person, but they walk by you like you're dirt or something. That 
hurts. Wliat are you going to do? Are you just going to stand there 
and not do anything about it? Individuals with mental handicaps 
are defenseless people. If somebody doesn't talk to them, they hit 
their heads, because that's the way they get a reaction. I'll bet you 
that none of this would have gone this far if positive alternatives 
would have been in focus in the first place instead of building 
institutions. Society builds walls when it builds institutions. It 
builds walls to keep people with handicaps in and away from society. 
But if it can build walls, it can tear them down. 

And there are other things like being forced to earn tokens, 
food and outings that don't seem harmful but they a re still intrusive 
because they're still a punishment. I shouldn't have to earn the right 
to have food. Why should I have to behave to get that? You're talking 
about behaving and you're talking about the way they want you to 
behave. That kind uf treatment is a power trip. People use these 
simple little power trips to say: "If you don't behave you don't get 
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these candies today." Thnt's what thoy say to people? in jail: "If you 
don't behave you won't get your bread and water/' Th is is even worse 
because people with a mental handicap in institutions haven't 
committed a crime. Nobody's telling stafTthat if they don't behave, 
they shouldn't be working there. They're a risk to people in institu- 
tions. The staff consider people with a mental handicap a risk to 
society, but actually the staff are a risk to us. Just by saying if you 
don't behave you don't get this food — we'll eventually starve to 
death. We're innocent inmates in institutions. 

In my job, I visit institutions and help people there. Although 
I know what's going on there, peoole are too scared to talk about it. 
Not too long ago I went to a meeting at a regional centre. At the 
group meei^ing, there was this one very scared person sitting there 
with a black eye, I asked him, "Who did this to you?" He looked at 
me as if lie was going to say something, then I said, "Was it a staff 
person?" And he absolutely froze. He was scared to death. 

So far, I haven't been able to get close enough to these p(H)ple 
to hear their stories. Why should they talk to me anyway? I get to 
go home at night, I don't have to stay there. They know if they talk 
to me, chances are they'll get m a lot of trouble. The punishment gets 
worse if you tell somebody else about it. It's not that tliey don't trust 
me, the problem is I'm never left alone with them. There is a staff 
person there all the time. 

One person dared. He didn't talk about \hv procedures used 
against him, although you could see it. His name is James. He talked 
about missing his mom and liis dad — he's been there for seventeen 
years. He said he's about thirty-five. Jumes wants to get out. He 
knows th(» terrible things the system is doing to him. k lot of people 
with menial handicaps don't know. He's scared every day of his life. 
And I know he's in trouble because he's losing weight. He's dying. 
He's in a wheelchair so he cati't exactly walk out. He's a jjerson who 
they said was lo .v functioning and had a learning problem. Hut he 
can talk the same way I can. Do I l)ave a learning problem? 

In fact, the silent treatment is another intrusive procednrr*. 
One of the staffpeople (this was before she found out 1 wa^) involv( ,1 
with People Fi>'st) was sittitig v th me during coffee break and sh(i 
wa.s telMng me a story about a persoti with a liatidicap who liad 
attacked her in the institution, tStie walked by him on her way to the 
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office and ho was upset about Romething and wanted to talk to her 
but she didn't have time. So he just walked into the office, grabbed 
her by the arm and he pushed her into the corner. She hurt her back. 
Apparently, they sent this person off to be cattle prodded. You're not 
talking about someone who was banging his head or abusing 
himself. You're talking about somebody who pushed a staff person. 
Her way of pushing him back was giving him shock treatment. 

He pushed her because she ignored him. When I go to the 
institution the first thing I see is people who have been labelled 
retarded walking all around the place with nothing to do, People are 
just walking the halls like zombies. 

If I were one of those people who couldn't speak but was 
suffering I would bo saying, "Help me, I'm dying." That's all that 
should be needed to say. When I first met James, from the first 
minute he saw me, he knew I was not a staff person. That was the 
first thinghe said to me justbefore a staff person came in. It's so hard 
to build up their trust. I've only been on this job for two years and 
although I've gained some trust I understand why others don't trust 
me. They've been treated like dirt by everyone they've come into 
contact with. Why should they trust me? I'm going to continue 
building their trust, I think I can. But it's going to take a long time. 
That's the damage the system has done. 

Unfortunately, I don't think many people who are institution- 
alized are aware that it's not done to everyone. I think they really 
believe they hr*ve to have it done to them. They probably think that 
a lot of it's done to people in the community. They don't realize that 
only they are being treated this way. 

And the government isn't helping matters. The Ontario Re- 
search Council spent $90,000 on improving the cattle prod. I would 
have spent that money building accessible homes. The minister 
made a big announcement about the multi-year plan to reduce the 
number of institutions and then he turns around and gives the 
Research C ouncil $90,000 to develop another stinking new prod, I 
ca:l it the people prod. What a backwards government. 

Those people are going to die l:efore they can get out if this 
keeps up. It's going to be too Irte to build homes for them. They're 
going to be dead. Nevermind what it means when they come out — 
will theygointoboardinghomesorgrouphomesthatcontinue using 
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those treatments? TheyVo goin^' to build their own institutions in 
the community — make the whole community an institution. 

Of course we now have the Charter, But what's in the 
Canadian Charter of Rights; and Freedoms is nice words. It sort of 
reminds me of the American Declaration of Independence. They 
read out these fancy words in black and white and decided what 
independence meant. But then they still went around killing people. 
The Charter of Rights you know, the words are nice, but the words 
are just on paper. Where does the paper go? The paper goes in the 
garbage. 

What we need is a strategy. If just one person goes tu the 
minister, he doesn't have to listen to that person. If two people go, 
he may listen. If three people go, there*s a better chance. If an 
organization goes, what chance does the minister have? He can't 
v/alk away. If the organizations around here that support people 
\v ith a mental handicap would just stop taking single stands and put 
some joint action behind those stands, we would have posi ve 
results. Why should you have to make an appointment 1 j see 
someone like the minister? If an organization decides to go into his 
office, I don't think he would stop you. He fights force with force to 
keep us away. Organizationshave got to fight force with force to tear 
the walls down. People like that are the reason why the wali are 
still standing. It is people like us who have taken the stand against 
the walls. You've got to do something to tear them down. 

People F'irst is taking action against the multi-year plan in 
Ontario because we have to be involved. We've got to have our say 
in that. The multi-year plan is supposed to bo a plan designed by the 
mi nistry to close institutions, I think, within twenty-five years. 1 
think that's too long. They'll all bo dead by then. 

Time is important in another sense. I think time is something 
that we have to give to other people. Hut in thv, institution, all Uiey 
have time for is walking the hall way. That's not time actually: that's 
death. TheyVe waiting to die. Some professionals have time to inflict 
unnecessary pain but they don't have time t ) listen. They are the 
jury: they sentenc/^ them. In a court of law, when criminals are 
convicted they are sc^ntenced and the jury decides what the punish- 
ment will be. So I believe that in cases where people have a mental 
handicap, society is the jury and they're saying too bad, your 
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sentence is a life in an institution or a group hoine. Their only crime 
is that they have some kind of handicap. If that's true, .vhy aren't 
some professionals locked up? Their handicap is that they have a 
closed mind. They've been getting away free. 

And it's not just doctors and professionals who have to 
change, it's ordinary citizens. If they've never lived that kind of life 
and they don't know what it's like, they should darn well listen to 
experienced people like Peter Park who lived in an institution for 
eighteen years. He speaks about the institutional life and every- 
thing he says is fact. When he goes out to the public though, they're 
always questioning whether this is true or not and if they have 
doubts, then that's the time for hearing them. That's the time when 
they should be pushing the government to go inside institutions. If 
they want to see it for themselves I think that's great, that erases 
doubt. The community hasn't pushed the government hard enough 
yet to open the doors. 

And I don't think ordinary citizens know anything about in- 
stitutions and intrusive procedures yet. I think they believe that in- 
stitutions are a good place. I think that's what a lot of parents think. 
You know these days parents are even told by doctors before-hand 
if their child will be born retarded. The doctor's word is as good as 
gold, doctors can't be wrong. It's hard for a mother to accept that a 
doctor is wrong. A lot of mothers over the years have been putting 
their sons and daughtei . in institutions. 

It takes a lot of listening because there are horrible stories, 
they're unbelievable stories. But even if you have any doubt, it is 
reason enough to push the government. 

Another challenge is convincing parents. It's very difficult 
but you have to take their blindfolds off. I've actually done it, I've 
actually convinced some parents that that kind of treatm^uit is not 
necessary because I've talked about my job and my life. A lot of 
people think that people with a mental handicap can't talk to people 
in fhe coTiimunity and here I am in the community talkingto people. 
The alternative is simply listening. I think to teach people like that, 
you have to rebound against what they're going to say. You take 
away their argument and you're really powerful with your own 
argument. I would say to a parent like that, look at the results in my 
friend when someone listened. My friend didn't bang his head any 
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more. My friend stopped hitting hiiriRoir 

Actually Peter once told mo that there was a person with a 
mental handicap he knew who would ban^ himself all the time and 
he wouldn't 5>top, He saw this staff person walk by and ignore him, 
so Peter came over, held his hands in a genti<: way, and said, ''What 
did you want to say?" He told him plain and simple, I would still say 
to the parent, the alternative is to have feelings and to listen and 
care. Just listen to that person and he or she wiH tell you what they 
want. 

I know it's hard for one staff person to care for five or six people 
who are banging their heads. So then it's time to have advocates. 
Each person should have an advocate. If one staff* person is trying 
to listen to six people all atone time, then there's no way he or she 
can do it. The part that makes People First members so vulnerable 
in institutions, group liomos or sheltered work.shops is that they're 
put away in a place where they can't be heard. They have nobody 
speaking out for them. One good .staff person ca'i't walk around to 
923 people and listen to all thei r problem s. But I can't see any reason 
why you can't have 923 advocates walking around listening to all 
their problems. I'm talking about volunteer advocates — people free 
from the system. It all goes back to answering how you get the 
community involved in institutions — by forcing the government to 
open the doors. Step two — after you get the doors open, you let them 
inside to see what goes on. It automatically becomes clear why you 
should advocate. I'm a self-advocate and I also advocate for people 
with mental handicaps in general Hut I can't be there to stop the 
punishments all the time. TTn not there all the time to say — Aw no, 
this is wrong. I can't do it all by myself I'm only one person. Having 
an advocate there, at least a lot of the time, will allow him or her to 
become a part of the person's life, a roix] friend, who could become the 
person's closestfriend. An advocate is somebody who goes inside the 
walls and listens to a person behind those walls even though the 
walls are there. The advocate should be right there with the person 
who has a mental handicap. 

There are other ways to help knock down those walls. I'm 
going to suggest to people with all good intentions, stop using 
paperwork. It doesn't work. Paperwork amounts to filing things 
away. Fine, let's do that, but we have to go beyond there. The 
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paperwork isn't the mouth. The mouth is what creates the action. 
Start going into colleges and universities, start hitting the politi- 
cians — you can push them to support you. 

Peter Park talks to everyone about his experiences to educate 
them. Barry Smith talks about his experiences at the Edgar Insti- 
tution and the time-out room. I don't know what his crime was — 
probably being a nice guy. A lot of people, and not just People First 
members, will tell you about their experiences at conferences 
because that's really the only time that they get a chance to speak 
up. I can't get around to all of them. There are too many. They'll say, 
when I was in the institution, I had nothing to do. I was walking the 
hallway because there was nothing better to do. When I was in the 
institution, they used to put me into this dark room because I got 
into too many fights. Or I was sterilized, which up until the Eve case 
was general practice in institutions. 

I tell people about my life too. I wasin a group home that is like 
a mini-institut»on. There were thirty-five people living in that 
home. You had to share your room with five other people, line up for 
your meals. I wasn't very big then, I was only about 55 kilos but they 
had me on diet foods. You see, I arn more than 183 cm, tall and now 
weigh about 102 kilos. It seems the staff are only concerned about 
getting the ob done. They get paid whether we eat, sleep or what- 
ever. You're talking about peoph ir. the system who are well trained 
not to care. If they put slop on the table and you're faced with either 
eating it or not eating it and starving, what are you going to do? 
Where I was living, the staff did the cooking. But I should be fair, I 
think there are some staff who care, but they are maybe about two 
or three ! i a lozen. What are those two or three people going to do? 
Most of them are too afraid to talk because they'll lose their jobs if 
they show some sign of care and thv good ones leave the system all 
the time. They can't stand looking at the treatment. If you're a good- 
hearted person who really shows feelings towards people who are 
very vulnerable, how can you go into a sheltered workshop and 
watch them sit there twist-tying dolls or packaging diapers? How 
can you go into a group home and be caring while they share their 
room with five other i)eoplv>'^ Or to he lectured by stan\v}uui you say 
you want to move out? Or to be threatened that we'll send you to an 
institution if you don't stop talking bad about this place. How can 
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you stand watching tha^ if you really care? 

And staff get tired of hearing complaints. The people don't 
want to eat steamed food. They want to eat real food. All they hear 
is the ministry says this, the ministry says that. All staff do is come 
out with excuses why they can't get an wen in for Pete's sake. What 
bothers me is that institutions have a loi of money. One institution's 
budget is $65,000,000 per year. What are they using it on? Certainly 
not on recreation. They have nothing to do there during the day. 
TheyVejust using that money on a cafeteria full of steamed food and 
the time-out room, wards after wards after wards after wards. 
They're not using it on building privacy. TheyVe using it on making 
people feel angry when they have to line up to go to the washroom, 
making them feel angry because they have no privacy, makingthem 
scream ou^ because they have nothing else to do, making them die 
because they can't survive. 

It's the attitude that does it, and the v/ay people think. The 
first institution was built on attitude. 

It's time to change those attitudes. If I were a staff^person and 
someone was being self-abusive, I would ask if that person wanted 
to be touched. She's hitting herself to be touched. Nobody else 
touches people who are forced to live in these places. So what's 
wrong with coming along and holding their hands with care and 
saying, "Did you want to say something?";just listening to what they 
had to sa" 

If I were a staff person in an institution and someone was 
trying to harm me, I would put up my arms like I'm almost 
surrendering and say, "Did I do somethin^^ vvrong?" If you struggle 
enough, one of you is going to give in. But d^ iHng the struggle you're 
going to be communicating. That person's not going to hurt you 
because duringthattime you're going to be listening to that person, 
because you're going to be touching that person. 

And if the person was throwing objects across the room, I'd 
have the same Kttitude. Throwing chairs across the room is not 
harming me. Sometimes at night when I'm really angry I pick up my 
pillow and I throw it across the room. The message is: they want to 
get the hell out. I say, I'm willing to listen. 

At one institution, I have this friend whoso name is Derek. 
Derek's an interesting guy. Sometimes he's nice, sometimes he can 
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be hard to get along with, sometimes he*s temperamental Some- 
times six people are needed to hold him down. They're not doing it 
with love, they're doing it as their job. Hut if those six people were 
hugging him to make him feel secure, that would be the difference. 
These restraining procedures or other intrusives are not 
being used on people like you who haven't been labelled, I was 
speaking at a conference once and I told everyone in the room, if you 
could all close your eyes for five minutes and imagine what it would 
be like for you without community living and you were all livinf^in 
an institution or a group home and it was so crowded you felt like 
screaming, no privacy, no job, nothing, justinstitutional behaviour, 
you would wake up and say I have the right to be treated as an equal. 
I have the right to get out and make my own life, I have the right to 
get the support that I need. If everybody in the world was living in 
an institution, you'd all die one by one. This whole world would be 
nothing but a holocaust. That's how it's violating their rights. It's 
because you're saying to people who have been labelled, you've got 
to die, 

A lot of people ask me, what • vould be the final victory for all 
people with a mental handicap? It's when the last wall comes 
tumbling down and we all get to go home, raising our hands and 
head in victory saying: ''We've got a home now. We're going home." 
And there will actually be a home there. Just a natural way of life 
without all the things that were in the institutions. In my lifetime, 
I want to see that day, I'm going to do everything to make sure I see 
it, I saw itfor me, I saw itfor Peter, I want to sec itfor everyone until 
the last wall comes down, then I want to lead the march to freedom, 
I have this wild dream where I imagine the last wall coming down 
and all people with a mental handicap in the province marching 
with a flag of freedom to the provincial government buildings in 
Ontario and saying to the Premier, "Too bad you lost," Then, they'd 
all go home and have a real supper. 
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